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Executive Summary 
 
Introduction and Rationale  
 
This report presents the findings of a study that employed qualitative research methods to 
explore the beliefs, attitudes, and behaviors of people living with HIV (PLHIV) in Ghana who 
are either in care and on antiretroviral therapy (ART), or are no longer in care and have been lost 
to follow-up. The study was designed to deepen our understanding of the challenges ART 
patients face in continuing on ART in Ghana and to contribute information with the potential to 
improve retention in care and outcomes for PLHIV in Ghana.  
 
This study was carried out by a collaborative team of researchers based at Boston University’s 
Center for Global and Health and Development (CGHD) and the Kwame Nkrumah University of 
Science and Technology’s (KNUST) School of Medical Sciences. The team conducted this 
research in Kumasi, Ghana’s second largest urban center. It is a component of the ‘Operations 
Research among Key Populations in Ghana’ project funded by the United States Agency for 
International Development (USAID). We designed and conducted the research in collaboration 
with the Ghana AIDS Commission (GAC).  
 
Expanding access to ART among HIV-positive individuals has been a major goal of the Ghana 
AIDS Commission and Ghana Health Service. Since 2005, Ghana has scaled up ART rapidly; by 
2011, 150 health facilities were providing ART to over 60,000 people, an increase from fewer 
than 5,000 just six years earlier. At the same time, like in most countries in sub-Saharan Africa, 
ensuring that those who begin ART remain on treatment has proven a major challenge. Previous 
studies suggest that retention in care for 12 months or longer is approximately 70-80% in Ghana, 
similar to the rate in many other low-resource settings. While research elsewhere in sub-Saharan 
Africa indicates that a number of barriers affect retention in care, little research on this topic has 
been conducted in Ghana. Given that ART is currently the only known way to prolong life for 
PLHIV, it is critical to identify barriers that affect different groups of patients and to find ways to 
support them in remaining on treatment.  
 
This study was motivated by a desire to increase understanding of the challenges of and 
facilitators to retention in care among individuals on ART in Kumasi, Ghana. We conducted it in 
collaboration with the Suntreso Government Hospital, one of Kumasi’s largest medical facilities, 
and specifically with the hospital’s STI (sexually transmitted infection)/HIV clinic, which has 
experienced high levels of patient dropout from care and treatment. Together with staff at the 
clinic, we designed this research with the aim of contributing to understanding of the range of 
barriers PLHIV in Ghana experience trying to stay on treatment, the reasons they default, and the 
types of supports they believe would help themselves and other patients remain on or return to 
treatment if they do default. Our hope is that the study’s findings will add in a meaningful way to 
the evidence base on strategies and approaches for improving retention in treatment, thereby 
maximizing the potential benefits of ART, for PLHIV in Ghana. 
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Methods 
 
We conducted this qualitative research in Kumasi, employing both in-depth interviews (IDIs) 
and focus group discussions (FGDs), similar to an approach we have used for a series of 
companion studies in Ghana. Our primary study population was people living with HIV (PLHIV) 
who were on ART, or who had once been on ART but had defaulted, and who received HIV 
services from the STI/HIV clinic at the Suntreso Government Hospital. Current and former 
patients were selected for potential participation in IDIs and FGDs using simple random 
sampling of the hospital’s clinic records. We also collected data using IDIs from key informants 
(KIs) working at various clinics, hospitals, and organizations in Kumasi who had direct 
experience with HIV care and treatment.  
 
Interviewers trained by KNUST and BU collected the data from September to December 2013. 
The IDIs focused on the views and experiences of individual participants, addressing questions 
about treatment history, challenges and facilitators of retention in care, approaches for coping 
with barriers to treatment, and the types of interventions and services that might facilitate 
retention in care. The FGDs covered similar questions, but were posed as questions about PLHIV 
in general. The IDIs with KIs focused on views of challenges and facilitators of retention in care 
and recommendations for interventions to facilitate retention in care. The BU team analyzed the 
data in QSR NVivo 10.0 software using a thematic approach. 
 
Findings 
 
A total of 84 individuals participated in the study: 74 PLHIV (48 in IDIs and 26 in FGDs) and 10 
key informants. Among PLHIV, just over one-half were female. Nearly two-thirds (60%) were 
40 years of age or older; only 5% were 30 years of age or younger. Less than 50% were married 
or cohabitating with someone, while most of the others were divorced or widowed. Between one-
third and one-half (42%) had never attended school or only attended primary school; a similar 
proportion had a junior high school education. Only five (7%) had completed senior high school. 
Most were Christian; 14% were Muslim. Over 90% had one or more children. Most were 
employed in one capacity or another at the time of the interview, including 78% of men and 42% 
of women.  
 
Among KIs, seven were women and three were men; all had completed high school. All KIs 
were aged 30 or older; four were 45 years of age or older. They were employed in a range of 
positions related to HIV care and treatment in Kumasi, mainly as HIV counselors, though also 
included peer educators and HIV association leaders. The time they had spent in their current 
positions ranged from less than one year to 24 years. The median length of employment at their 
current jobs was 3.5 years. Of the 10 KIs, two (one man and one woman) were HIV-positive.  
 
Barriers and challenges to retention in care   
 
Patients’ recent experiences with gaps in treatment. Most patient participants had experienced 
one or more treatment gaps. Of these, about one-half had experienced more than one recent gap, 
with the length of gaps varying from one month to more than three years. Among patients with 
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gaps, most (81%) gave reasons for their gaps. The top four reasons given for why patients had 
defaulted were: 1) financial constraints, noted by 28% of those with a gap; 2) lack of access to 
treatment while traveling or working away from home, mentioned by 28% of patients with a 
treatment gap; 3) ART medication stock-outs or shortages at the clinic, mentioned by 23% of 
those with a gap; and 4) misperceptions about ART, and believing alternative or herbal remedies 
could cure their HIV infections, also voiced by 23% of all participants. 
 
Views of barriers and challenges to retention in care. Most patients and key informants described 
at least one barrier to retention in care; most named two or more. Some of these barriers may be 
viewed as operating at the individual level, meaning that they are specific to the individual rather 
than to the broader community or society. The principal individual level barriers participants 
described were: financial constraints (discussed by 80% of patient participants and nine of ten 
KIs), mainly associated with the cost of ART medications and transport to a clinic for medication 
refills; misperceptions of HIV and the vital role of ART in promoting long-term survival 
(described by 64% of patients and six of ten key informants); drug and alcohol use (noted by 
34% of patients); work demands (discussed by 30% of patients and four key informants); and 
medication side effects (mentioned by 30% of patients and four key informants).  
 
Patients and key informants alike conveyed the belief that financial constrains affect female 
patients more than male patients. They described gender roles that expect men to work to earn a 
living for their families, and expect women to generally stay at home and care for the children. 
Due to the fact that many HIV-positive women live without financial support from their 
husbands (either because the husbands had died or because they had left their wives), they tended 
to face harsh financial constraints that were exacerbated by ill health. Participants noted that 
many female patients hide their HIV infection from their husbands out of fear they will be 
abandoned if husbands know their status.  
 
Patients and key informants also discussed numerous community and societal level barriers and 
challenges to long-term ART retention. The main ones discussed were: HIV-related stigma (real 
or feared) (discussed by 65% of patients and six key informants); ARV medication shortages or 
stock-outs (described by 39% of patients and four key informants as major barriers to retention); 
negative experiences at a clinic (mentioned by 32% of patients along with two key informants); 
and the time and/or logistical burden of traveling to the clinic to collect medications (noted by 
30% of patients and several key informants). 
 
Patients as well as key informants expressed the view that stigma can affect women particularly 
negatively. They noted the greater acceptance among couples for the man to be HIV-positive, 
compared to the woman, and the common reluctance for the woman to tell her husband of her 
HIV status for fear of being abandoned. This lack of openness among couples not only created 
barriers to ART retention but also deprived patients of critical support to continue in treatment. 
 
Facilitators and coping strategies for long-term ART retention 
 
General support from family, friends, and others. Patient participants and key informants stressed 
the critical role of financial, social, and emotional support in helping patients deal with their HIV 
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infections, continue in treatment, and cope with various specific challenges. They noted that such 
support came from persons important in the lives of patients, including family members, friends, 
peers, and others. At the same time, many patients described situations in which they or people 
they knew utterly lacked such support, which made continuing in treatment much more difficult. 
Participants also noted the importance of support from support groups and clinic staff. 
 
Managing specific barriers to ART retention. Patients and key informants described various 
strategies employed by patients to cope with specific challenges related to retention in treatment. 
With regard to managing individual level barriers, participants highlighted in particular the 
importance of financial support, both informal and formal (in particular registering with Ghana’s 
National Health Insurance Scheme (NHIS), which covers the cost of HIV medications, for 
coping with financial challenges. They also described managing side effects by going to a clinic 
and switching medications and/or seeking counseling. However, many patients also indicated a 
lack of coping mechanisms, repeating phrases such as, “there is nothing we can do” and “we 
pray God will help find a cure for HIV.” 
 
Regarding community/societal level barriers to ART retention, participants mainly focused on 
the ways they handled stigma (both actual stigma and potential stigma). Here, they stressed the 
importance of keeping one’s HIV status secret. Sometimes they relayed painful experiences that 
had driven home to them the necessity of hiding their HIV infection, and sometimes they simply 
conveyed that they had never told another person about it. Smaller proportions of patients also 
expressed the view that a good approach was to ignore others and forge ahead with a positive 
attitude that focused on taking ART and maintaining one’s good health. Others also mentioned 
the role of counseling by ART clinic staff in helping them cope with stigma. 
 
Returning to treatment: views on why patients continue ART after defaulting. Patients who had 
experienced a recent treatment gap were asked why patients might return to treatment following 
a default. Nearly all (over 90%) said they believed the most important explanation for why 
patients returned to ART was because they felt sick and wanted to regain their health (“the 
aftermath of stopping brings them back,” in the words of one female patient). Others noted that 
some patients took the advice of HIV counselors or might continue treatment after resolving the 
financial issues that had led to the default. 
 
Suggestions for improving retention in care 
 
Nearly all patients, together with all ten key informants, had suggestions for ways to improve 
ART retention. The most popular suggestion was to address the financial barriers experienced by 
so many patients, including registering patients with the NHIS in order to cover the cost of 
medications. They also recommended: providing better counseling and more encouragement to 
patients to address poor knowledge of HIV and the role of ART; reducing medication shortages 
and stock-outs, and assisting patients to cope with shortages when they do occur; actively 
implementing measures aimed at reducing stigma directed at HIV-positive individuals; and 
improving patients’ experiences at clinics when they came for medication refills. 
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Recommendations 
 
Ghana has made notable strides in expanding access to ART among HIV-positive individuals. At 
the same time, access to ART has not ensured continued treatment for those who need it. As this 
study has found, numerous barriers to long-term retention in treatment affect the ability of those 
in need to remain on ART. Here we build on the study’s findings to make a number of 
recommendations that we hope will promote long-term retention in care.     
 
1. Ensure that HIV-positive individuals are registered in Ghana’s National Health 
Insurance Scheme (NHIS). Paying for medications continues to pose a serious barrier 
for those in need of ART medications. Currently, individuals registered with the NHIS 
can access ART medications free of charge. However, many PLHIV are not registered 
with the NHIS and thus face a major burden paying for medications. One reason they 
may not register is the cost of the premium, and thus the GAC or other government 
agencies may consider paying the premium for all PLHIV in Ghana. Such a program is 
currently being piloted in selected ART clinics. We recommend a careful examination of 
the pilot’s results and implementation issues to facilitate program expansion. 
 
2. Improve planning to ensure an adequate supply of ART medications in all clinics 
and hospitals that provide ART services. Shortages and stock-outs of necessary 
medications have been a major contributor of treatment gaps, which both reduces 
survival of PLHIV and encourages drug resistant strains of HIV. We recommend making 
improvements in long-term planning to ensure a reliable supply of medications where 
they are needed. This ideally would encompass increasing monitoring and supervision at 
ART clinics, regional medical stores, and pharmacies. Measures to improve the allocation 
of medications to clinics by allowing local medical stores to request supplies according to 
patterns of consumption should also be considered.  
 
3. Enhance the training of counselors to educate ART patients on the importance of 
staying on treatment once they start. Patients reported numerous treatment gaps, and 
many were due to a poor understanding of the critical role of ART in improving the long-
term survival for HIV-positive individuals. Patients also noted the key role of counseling 
in helping them stay in treatment, and recommended more ART counseling to reduce 
treatment defaults. We therefore recommend measures to improve the communication 
between counselors and patients on the role of ART. Such counseling might also include 
messages tailored specifically to men vs. women to help each group cope with the 
specific issues they face. In addition, expanding the number and types of counselors that 
ART patients can access—including more peer counselors and home-based counseling—
may help provide ART patients with important knowledge regarding the need to continue 
on treatment as well as support with coping with issues such as HIV-related stigma. 
Policy-makers and NGOs might consider compensating such counselors with 
transportation and/or monthly allowances to ensure their viability. 
 
4. Continue to support Models of Hope.  Models of Hope are PLHIV case managers who 
are based at many of the ART facilities in Ghana. They are trained to provide ART 
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adherence counseling and in 2013 began tracing and re-enrolling ART defaulters into 
care in a few pilot locations. Models of Hope called and visited the homes of PLHIV to 
determine why they had dropped out of care. The pilot resulted in the re-enrollment in 
care of 80% of eligible defaulters. The National AIDS Control Program (NACP) is 
rolling-out an updated training for Models of Hope and we recommend that this effort be 
supported by the government of Ghana and donors moving forward. 
 
5. Expand LifeLine and other innovative tools to promote long-term ART retention 
and adherence. The USAID/Ghana SHARPER project
i
 provides daily ART adherence 
reminders via SMS messages to about 10,000 PLHIV in Ghana. PLHIV opt into the 
service and receive unique and friendly prompts every morning to take their medicines 
and attend their clinic appointments on time. The messages do not include reference to 
HIV or ART to protect the confidentiality of clients. In addition, tools that have 
demonstrated effectiveness in other countries, such as ART reminder calendars and 
pillboxes, could also be considered.  
 
6. Strengthen efforts to reduce anti-stigma directed at PLHIV. Our findings suggest that 
actual and feared stigma directed toward PLHIV continues to pose a major barrier to 
access to essential health and HIV-related services, including ART. The GAC has done 
impressive work over the past decade to reduce stigma, including working closely with 
the media and through efforts such as the Heart to Heart Campaign. We recommend 
increasing these efforts. High-level government officials might also be engaged to use 
their public platforms to talk about HIV, ART, and the importance of supporting PLHIV.  
 
7. Find ways to engage the Network of People Living with HIV (NAP+) and other 
PLHIV leaders actively in policies and programs that can help support their 
continued treatment. Many NGOs (such as FHI 360) have been involved in improving 
the role of vulnerable populations (MSM, for example) in designing and implementing 
the services that they need. Continuing to engage ART patients in designing the types of 
supports they need will help to ensure the effectiveness of such measures. 
 
8. Maintain a welcoming attitude to returning patients. Some participants reported being 
reprimanded for defaulting on treatment, with the result that some opted to stay away 
from ART clinics and hospitals. It is therefore important for the government to regularly 
re-orient health workers, especially new ones, on the role of a good patient-provider 
relationship to ensure that patients are motivated to return to treatment after defaulting. 
 
9. Take actions to restrict the activities of those who advertise false HIV/AIDS cures. 
Stakeholders including the government, the media, and civil society should develop and 
enforce restrictions on individuals and entities that claim to have a cure for HIV and 
AIDS. These claims confuse many PLHIV, some of whom stop or refrain from starting 
ART, with disastrous health consequences for themselves and their families.  
                                                 
i
 SHARPER is a project funded by USAID and operated by FHI 360 that focuses on HIV/AIDS 
prevention for MARP and prevention and care for people living with HIV (PLHIV). 
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Introduction 
 
PLHIV who begin ART must confront the challenge of taking their ART medications every day, 
and for the rest of their lives. Given these challenges, along with ample evidence that many 
PLHIV do not stay on treatment, we conducted this study to contribute in-depth qualitative 
information regarding the barriers and facilitators to retention in care among patients who have 
initiated treatment in Kumasi, Ghana. The primary aim of the study was to increase 
understanding of the specific challenges ART patients in Ghana face in continuing on ART once 
they have started treatment and the types of supports that might help them remain in treatment. It 
was designed to contribute rich and informative data that might help improve retention in care 
and outcomes for PLHIV in Ghana.  
 
To achieve our study aim, we utilized qualitative research methods and focused on exploring the 
beliefs, attitudes, and behaviors of people living with HIV (PLHIV) in Ghana who are either in 
care and on antiretroviral therapy (ART), or are no longer in care and have been lost to follow-up 
at a large clinic that provides HIV care and treatment services. The study was conducted by a 
collaborative team of researchers from Boston University’s Center for Global and Health and 
Development (CGHD) and the School of Medical Sciences (SMS) at the Kwame Nkrumah 
University of Science and Technology (KNUST), based in Kumasi, Ghana’s second largest 
urban center. Our team carried out the research in Kumasi, in collaboration with the Ghana AIDS 
Commission (GAC).  
 
This research is one of a total of nine studies that comprise the ‘Operations Research among Key 
Populations in Ghana’ project funded by the United States Agency for International 
Development (USAID). The studies are designed to generate information to improve programs 
that provide services to or address challenges faced by key populations in Ghana.
1-6
 In this 
particular study, we broadened the conventional definition of such populations to include PLHIV 
due to Ghana’s commitment to maximizing the effectiveness of both HIV prevention and 
treatment efforts.  
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Background 
 
According to recent reports, HIV prevalence among adults in Ghana in 2012 was 1.4%. A total 
of 240,000 were LWHIV.
7
 Since 2005, Ghana has rapidly expanded access to ART for HIV-
positive individuals. By 2011, 150 health facilities were providing ART to over 60,000 people, 
an increase from fewer than 5,000 just six years earlier. As of 2012, over 66,000 had started 
ART, approximately 62% of those estimated to meet the 2010 criteria for ART initiation.
7
 At the 
same time, like in most countries in sub-Saharan Africa, ensuring that those who begin ART 
remain on treatment has proven a major challenge. Previous studies suggest that retention in care 
for 12 months or longer is approximately 70-80% in Ghana,
8-10
 similar to the rate in many other 
countries in sub-Saharan Africa.
11-13
 Research in a variety of settings in sub-Saharan Africa 
indicate that a number of barriers, including transport costs, time needed for treatment, logistical 
challenges, stigma related to HIV/AIDS, religious beliefs, relocation, and side effects are 
influential in leading to patient drop-out from ART.
14-18
  
 
In Ghana, little research has been done exploring the specific reasons for patient attrition from 
ART. In 2011, a qualitative study conducted in Ghana’s Eastern Region by the Ghana AIDS 
Commission (GAC) suggested that the primary reasons for patient default from ART in this part 
of the country were related to financial issues, the influence of significant individuals in patients’ 
lives, and HIV-related stigma.
19
 These findings are useful, though it is difficult to know how 
relevant they are to other parts of Ghana. Given that ART is currently the only known way to 
prolong life for PLHIV, it is critical to identify barriers that affect different groups of patients 
and to find ways to support them in remaining on treatment. This requires a deep understanding 
of the issues patients face while on treatment and of the types of approaches and interventions 
that can support them in long-term treatment.    
 
This study was motivated by a desire to increase understanding of the challenges and facilitators 
to retention in care among individuals on ART in Kumasi, Ghana. We conducted it in 
collaboration with the Suntreso Government Hospital, one of Kumasi’s largest medical facilities, 
and specifically with the hospital’s STI/HIV clinic, which has experienced high levels of patient 
dropout from care and treatment. Together with staff at the clinic, we designed this research with 
the aim of contributing to understanding of the range of barriers PLHIV in Ghana experience 
trying to stay on treatment, the reasons they default, and the types of supports they believe would 
help themselves and other patients remain on or return to treatment if they do default. Our hope 
is that the study’s findings will add to the evidence base on strategies and approaches for 
improving retention in treatment, thereby maximizing the potential benefits of ART for PLHIV 
in Ghana. 
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Methods 
 
Overall design 
 
We conducted the study in Kumasi, using qualitative research methods similar to those we used 
on a series of companion studies on key populations in Ghana.
3,6,20
 We employed both in-depth 
interviews (IDIs) and focus group discussions (FGDs) to collect data from our target 
populations: PLHIV on ART and key informants knowledgeable about ART. The IDIs were 
designed to collect data on individual views and experiences, whereas the FGDs focused on 
illuminating group or community-wide behaviors and norms. Conducting both activities allowed 
us to explore our questions of interest from different angles and to triangulate findings.  
 
In order to learn about treatment experiences from a diverse PLHIV population, our primary data 
collection focused on two groups of adults with personal ART experience: 1) those who had 
been on treatment continuously over the previous 12 months and 2) those who had a gap in 
treatment of 3 or more months in the previous 12 months. Among the latter group, we further 
sought to include both patients who had subsequently resumed treatment and those who had not 
(i.e., had been lost to follow-up). Within each of these three patient profiles (on treatment with 
no recent gap, on treatment but with a gap, and off treatment), we sought to learn about the 
behaviors of both males and females. We therefore aimed to conduct 8-12 IDIs with each of six 
types of patients, differentiated by gender and treatment experience. The FGDs were carried out 
with the second group only (those with treatment gaps), but encompassed patients who had 
returned to treatment in addition to those who had been lost to follow up. For each of these, we 
conducted one FGD with women only and with men only, for a total of four FGDs. This resulted 
in a total estimated sample size of 72-112 PLHIV.  
 
In addition, we aimed to conduct IDIs with 8-10 key informants (KIs) in Kumasi who had direct 
experience with care and treatment issues. These included both HIV care and treatment service 
providers and PLHIV support group leaders who lived and worked in Kumasi.   
 
Study site and participants 
 
We conducted the study in collaboration with the Suntreso Government Hospital in Kumasi. One 
of six public hospitals in Kumasi, Suntreso serves a total population of about 500,000. The clinic 
for sexually transmitted infections (STI) and HIV at Suntreso was established 15 years ago and is 
currently a major referral centre for STIs. The clinic added provision of ART in 2006 when 
antiretroviral (ARV) medications became available throughout Ghana at no cost to patients. The 
clinic is housed in a six-room complex and staffed by two physicians, two physician assistants, 
ten nurses, a pharmacist, two pharmacy technicians, and a dietician. Approximately 3,000 
PLHIV received care at the clinic at the time we began data collection, of whom 1,423 were on 
ART at the time we began data collection. These patients included individuals who had been on 
ART for many years as well as those newly initiated on ART. According to staff records, 86 
patients (about 6%) had dropped out of treatment in the year prior to the beginning of this study. 
The reasons for drop-out were unclear.  
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Enrollment and participation criteria  
 
For the IDIs and FGDs with PLHIV, we employed simple random sampling using clinic records 
of adult patients who have received care and treatment from the Suntreso STI/HIV clinic. Clinic 
staff members maintain patient records by patient ID number and name (both in paper files and 
electronically). When a patient defaults for 90 days, his or her ID number is put on the list of 
“defaulters” automatically. Thus, clinic staff have access to separate ID numbers for ongoing 
patients and defaulters, including those who subsequently resume treatment. For the purposes of 
enrollment in this study, clinic staff gave sets of ID numbers for each group of adult patients 
described above to KNUST researchers, who selected numbers randomly for potential 
participation and returned the numbers back to clinic staff. A staff person made initial contact 
with each selected PLHIV. Those who were interested in participating then contacted a KNUST 
research supervisor, who explained the study and obtained informed consent to participate. At no 
time during the random selection process did the researchers have access to identifiable patient 
data. Clinic staff also did not know which PLHIV agreed to participate in the study. 
 
To be put on the list for potential selection as a PLHIV participant, individuals had to be aged 18 
years or above, live in the Kumasi area, and meet one of the following set of criteria:  
 
1) PLHIV in care and treatment: have been on ART continuously for the past 12 months 
with no gap in treatment, defined as failing to come to the clinic for medication refills for 
a period of 90 days, or  
 
2) PLHIV with experience in care and treatment but with a treatment gap: have been on 
ART for a minimum of 6 months of continuous treatment, followed by a gap in treatment 
of 90 days or more within the past 12 months, including those who: a) resumed treatment 
following the gap or b) were lost to follow-up.   
 
To foster the collection of unique data from a wide spectrum of individuals, PLHIV were only 
permitted to participate in one activity (IDI or FGD). Each selected person was permitted to 
select the activity, IDI or FGD, in which they preferred to participate, unless we had reached our 
maximum sample size in one activity and then the participant was asked to participate in the 
other activity. 
 
For the KIs, we used purposive sampling to recruit HIV service providers and PLHIV support 
group leaders with experience in HIV care and treatment. Various hospital clinics, drop-in 
centers, and NGOs in Kumasi operate PLHIV support groups. Our collaborators at Suntreso 
Hospital used their networks to purposively identify different leaders of the groups, aiming to 
enroll individuals who work with different PLHIV (men who have sex with men (MSM) and 
female sex workers (FSWs), for example) and in different settings. Recruitment for these KIs 
and for HIV service providers was similar to the approach used for patients, whereby those 
selected were contacted first by clinic staff at their places of work, and asked to contact a study 
researcher if they wished to participate.  
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All participants received a small incentive to help compensate for the inconvenience and cost of 
participation. 
 
Data collection 
 
Data were collected from September through December 2013. A team of two trained 
interviewers conducted each IDI and FGD in a location deemed safe and convenient by the 
participant(s). Interviewers were all researchers from KNUST, and bi-lingual in English and Twi 
to enable conducting interviews and discussions in whichever language was most comfortable 
for the participant(s). At each IDI or FGD, one interviewer posed initial and follow-up questions 
to the participant(s) while the second interviewer took detailed notes of questions and answers. 
We utilized a semi-structured question guide for each participant group: PLHIV IDI, PLHIV 
FGD, KI/providers, and KI/support group leaders. Each IDI and FGD took 60-90 minutes to 
complete, and was audio-recorded to allow verification of responses, and for transcription and 
translation into English. At the end of each day, a local field supervisor checked that day’s 
interview and discussion notes to provide input and feedback to the interview teams for 
subsequent data collection.  
 
In the IDIs with PLHIV, questions focused on individual views and experiences. Questions 
addressed treatment history, challenges and facilitators of retention in care, knowledge of HIV 
services, services accessed, and the types of interventions and services that would facilitate 
retention in care. The FGDs covered similar questions as above, but were posed as questions 
about PLHIV in general. This approach allowed us to triangulate the data we obtained, an 
approach that has been very effective in related qualitative studies we have conducted in Ghana 
with key populations. 
 
The IDIs with key informants focused on participants’ views regarding challenges and 
facilitators of retention in care and recommendations for interventions and services that would 
facilitate retention in care and ART adherence.  
 
We also collected basic background information such as age, extent of schooling, and marital 
status from all participants. 
 
Ethical considerations and training activities 
 
The institutional review boards of Boston University Medical Center and KNUST approved the 
study protocol. Each participant provided informed consent prior to engaging in an IDI or FGD. 
At all times during data collection and analysis, we emphasized the importance of maintaining 
participants’ confidentiality.  We collected no names or identifying information that might link 
participants with research notes. We transferred data using secure systems and encrypted files. 
We kept all written materials and audio recordings in locked cabinets in locked offices at 
KNUST and in Boston.   
 
Prior to beginning data collection, the BU and KNUST teams held a week-long training 
workshop for interviewers in Kumasi. The workshop included a review of the study’s purpose, 
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facilitation techniques, and ethical issues, including participant recruitment, the informed consent 
process, confidentiality, and privacy issues. We reviewed question guides to ensure clarity and 
accuracy. We used extensive practice and role-playing to sensitize the interview team to working 
with PLHIV and issues that might arise during data collection.  
  
Data analysis 
 
We transferred the written transcriptions of IDIs and FGDs to Boston electronically, and 
maintained the audio recordings in Ghana to allow confirmation of data, if necessary. The BU-
based team coded and analyzed the English-version IDI and FGD transcriptions in QSR NVivo 
10.0 software. We developed codes based on the questions of interest and also in response to 
patterns that emerged in the data. In our analysis of PLHIV data, we compared responses 
between those on ART who had not experienced treatment gaps and those with recent treatment 
gaps, between IDI and FGD participants, and between men and women. For the KI IDIs, we 
examined responses between services providers and support group leaders. We quantified 
responses to indicate proportions that shared similar views on key questions, though also 
explored divergent views and experiences. We identified illustrative statements by participants 
for inclusion in the report.  
 
Study limitations 
 
We note several limitations of this study. First, participants were all residents of Kumasi and thus 
do not represent Ghana’s ART population as a whole. Second, all participants were selected from 
among current and recent ART patients at the Suntreso STI/HIV clinic and thus the experiences 
of individuals with challenges that prevented them from ever starting treatment, and those who 
dropped out of treatment long ago, are not represented here. Third, as with all research involving 
self-reported data, it is possible that social desirability bias led some study participants to say 
what they believed interviewers wanted to hear. Finally, some PLHIV who participated in a FGD 
may have felt some measure of peer pressure or discomfort revealing personal details in front of 
other participants, leading them to refrain from speaking honestly.  
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IV. Findings 
 
We have organized study findings by five main topic areas: 1) background characteristics of 
participants; 2) patients’ HIV and treatment history; 3) barriers and challenges to retention in 
care; and 4) facilitators and coping strategies for long-term retention in care; and 5) suggestions 
for improving retention in care. Each topic area includes sub-sections as follows:  
 
 Background characteristics of participants 
 Demographic characteristics of patient participants 
 KIs: Employment history  
 
 Patients’ HIV and treatment history 
 HIV diagnosis and initiation onto ART 
 Perceptions of treatment 
 Participants’ recommendations regarding ART 
 Preferences for accessing ART 
 
 Barriers and challenges to retention in care 
 Patients’ recent experiences with gaps in treatment 
 Views of barriers and challenges to retention in care  
 
 Facilitators and coping strategies for long term ART retention  
 General support from family, friends, and others  
 Managing specific barriers to ART retention 
 Returning to treatment: views on why patients continue ART after defaulting 
 Strategies for overcoming (barrier 3) 
 Strategies for overcoming other noted barriers 
 
 Suggestions for improving retention in care 
 Providing financial support to patients on ART 
 Improving knowledge of HIV and the role of ART 
 Reducing medication shortages and/or helping patients cope with shortages 
 Tacking HIV-related stigma 
 Improving experiences at ART clinics 
 
Throughout this part of the report, our aim is to represent both dominant and diverse views of 
participants. This includes giving proportions of participants that expressed particular types of 
response. FGD results are included in each subsection where they are available, and we highlight 
any major differences in responses between IDI and FGD participants. We have included the 
results from KIs where appropriate and relevant, and typically indicate the number that gave 
certain thematic responses (e.g. ‘three of ten key informants’). When a sub-group of participants 
is discussed (e.g. the denominator is less than 20), we also indicate the relevant numbers to avoid 
confusion. Gender differences are noted where relevant. Illustrative statements are provided 
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throughout this part of the report to allow the words of the participants themselves to be heard. 
We identify patient participants only by their age and gender, along with the type of activity in 
which they participated (IDI or FGD); KI participants are identified as either “counselor” or 
“clinic/organization staff.” 
 
Background characteristics of participants 
 
Demographic characteristics of patient participants 
 
Table 1: Socio-demographic details of participants 
 
 IDIs 
N=48 
FGDs 
N=26 
KIs 
N=10 
Total 
N=84 
Gender     
Female 24 14 7 45 
Male 24 12 3 39 
Age    
20-29 4 0 0 4 
30-34 9 3 3 15 
35-39 5 8 1 14 
40-44 11 9 2 22 
45+ 19 6 4 29 
Marital status (N=74)
1
    
Married 20 8 n/a 28 
Single, never married 7 5 n/a 12 
Widowed 8 4 n/a 12 
Divorced 12 5 n/a 17 
Cohabitating 1 4 n/a 5 
Education    
None 9 1 0 10 
Primary 14 7 0 21 
Junior High School 20 15 0 35 
Senior High School 3 2 2 7 
Tertiary 2 1 8 11 
Religion(N=74)
1
    
Christian 43 21 n/a 64 
Muslim 5 5 n/a 10 
Have children/dependents
 
(N=74)
1
    
Yes  44 23 n/a 67 
No             4 3 n/a 7 
Notes: 
1 
Data not collected from KI participants. 
 
 
Socio-demographic information on study participants is provided in Table 1. Among participants 
as a whole, just over one-half (54%) were female. A small minority (5%) were below the age of 
30 years, while nearly two-thirds (60%) were 40 years of age or older. Somewhat less than 50% 
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of patient participants were married or cohabitating with someone, while most of the others were 
divorced or widowed. Nearly one-half (42%) of patient participants had never attended school or 
only attended primary school; only five (7%) had completed senior high school, compared with 
all the KI participants. The vast majority of patient participants were Christian, while 14% were 
Muslim. Nearly all (91%) had children or dependents. In addition, while all the patient 
participants were HIV-positive, most of the KI participants were not, though two (one male and 
one female) voluntarily informed the study data collectors that they were HIV-positive. 
 
Table 2: Socio-demographic overview of patient participants by treatment gap experience 
 
IDIs FGDs Total  
 No 
Treatment 
Gap 
N=16 
Treatment 
Gap 
N=32 
Treatment 
Gap 
N=26 
  
Treatment 
Gap 
N=58 
Gender     
Female 8 16 14 30 
Male 8 16 12 28 
Age      
20-29 1  3 0 3 
30-34 2  7 3 10 
35-39 0  5 8 13 
40-44 4  7 9 16 
45+ 9 10 6 16 
Marital status
1
    
Married 7  13 8 21 
Single, never married 1 6 5 11 
Widowed 2 6 4 10 
Divorced 6 6 5 11 
Cohabitating 0 1 4 5 
Education        
None 2 7 1 8 
Primary 5 9 7 16 
Junior High School 6 14 15 29 
Senior High School 2 1 2 3 
Tertiary 1 1 1 2 
 
 
Most patient participants (59%) were employed in one capacity or another at the time of the 
interview (data not in table), with a much higher proportion of men working than women (78% 
vs. 42%). Those who worked were mainly selling goods such as second hand clothes, vegetables, 
toys, or other items in various markets, or else working as a tailor, store keeper, or counselor. 
One FGD participant was a welder (electrician). Most of those who were unemployed explained 
that they were unable to work due to their health, or that they had lost their jobs when they first 
became sick and had not yet begun HIV treatment.  
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We also examined demographic details for IDI participants by retention status: those with a 
treatment gap and those without a treatment gap (Table 2). (All FGD participants had treatment 
gaps, so their data are not included). Due to our recruitment approach, equal numbers of males 
and females participated in each group. In both groups, nearly all were 30 years of age or older. 
Similar proportions were married or cohabitating (just over 40%), though among those without a 
treatment gap, more were divorced (38% vs. 2%) and fewer were single (never married) (6% vs. 
31%). Similar proportions (about 50%) in each group had attained a junior high school education 
or beyond, though more of those with a treatment gap had never attended school (22% vs. 13%). 
Among all patient participants, nearly all had children or dependents (about 90% in each group). 
Those with treatment gaps were slightly less likely to be employed than those without treatment 
gaps (57% vs. 69%), particularly male participants. Among men, all of those without a treatment 
gap were working, compared to 71% of those with one or more gaps in treatment.  
 
KIIs: Employment history 
 
The job titles and years at current positions for the 
KI participants are shown in Table 3. Participants 
occupied a wide range of positions within the 
health care field in Kumasi, with years of time in 
their current positions at the time of the interviews 
ranging from less than one year to 24 years. 
Among the ten participants, the median length of 
employment at their current jobs was 3.5 years. 
Their descriptions of their responsibilities included 
counseling HIV-positive individuals, encouraging 
patients to remain in HIV care and treatment, 
teaching ART patients about good medication 
adherence, helping patients cope with barriers to 
HIV care, clinic management, education of 
patients, and data collection for various projects.   
 
Patient Participants’ HIV and treatment history  
 
HIV diagnosis and initiation onto ART  
 
Participants in IDIs were asked about when they found out they were HIV positive. The majority 
(63%) said that they had been diagnosed over three years earlier. Only three had been diagnosed 
less than one year previously. Most remembered receiving their diagnosis with some type of 
mixture of anger, disappointment, and fear. Both male and female participants described feeling 
a sense of denial or doubt about the test result. However, many also described overcoming these 
feelings, in large part due to support from the health care workers at the hospital. Typical 
statements by participants about learning that they were HIV-positive included: 
 
Table 3: KI Employment Background 
ID # Job title 
Years at 
current job 
1 Pharmacist 6 
2 Nurse Counselor 13 
3 Nurse Counselor 15 
4 STI/HIV Counselor 24 
5 Association Leader 4 
6 Peer Counselor 1 
7 Counselor 2 
8 Physician Assistant <1 
9 Data Manager 7 
10 Peer Educator 3 
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On our way home, my husband destroyed the documents I had been given in anger and 
said I do not have that virus. –Female IDI participant, aged 56 years 
 
I was informed during an admission in this hospital. I didn’t believe the test result so, I 
went home without seeking further treatment as was advised by the health workers. –
Female IDI participant, aged 40 years 
 
When I was told that I have HIV I was not able to eat, sleep, I was crying all day and 
night, but the nurses were able to encourage me, counseled me and even made me forget 
about the sickness so they are very good. They are very supportive. –Female IDI 
participant, aged 34 years 
 
...I became sick again and I was rushed to Suntreso Government Hospital where I was 
told that I am suffering from HIV infection. Even at that moment I did not believe it. –
Male IDI participant, aged 37 years 
 
Relatively few participants reported understanding how they had been infected. These included 
about one-fifth (19%) of IDI participants and one-half of participants in one FGD. Of these, 67% 
said they had been infected via sexual contact, and most remaining participants (22% of the total) 
blamed contaminated instruments, as during a manicure or hair cut. In the FGD in which this was 
discussed, two participants said they were infected through sex with their wives; each mentioned 
having a dream or vision about their wife having deceived them. Here is one of these accounts: 
 
 I had a vision that she was cheating on me. I confronted her about it, but she denied [it]. 
Later she fell sick and I was called to Obuasi. When I visited her she told me she had 
HIV. I packed her things and sent them to her parents....she died one and half months 
later. I continued with my job until I started falling sick, too. I was brought to this 
hospital and was told I have HIV. –Male FGD participant, aged 43 years 
 
One FGD participant claimed to have been infected by contaminated instruments used by a HIV-
positive boy who cut his nails. His description went as follows; 
 
 I had the disease from one of the boys who have been going around town cutting nails for 
people for money. When he was cutting my nails, unfortunately he cut me with the 
instruments. I then realized the boy also had a bleeding sore. So I was very sure it is the 
nail cutter who gave me the HIV. I started getting sick on and off until I was told I had 
HIV. –Male FGD participant, aged 35 years 
 
Among participants who recalled when they had started ART (all IDI participants but only 20 of 
26 FGD participants), just over one-half had started over three years earlier, including 52% of 
IDI and 38% of FGD participants (n=26). About one-fourth said they had begun ART 2-3 years 
earlier, while a few (6% of IDI participants and 31% of FGD participants) had begun ART 
within the previous year. Some had known of their status for some time before beginning ART, 
while others had begun treatment immediately, particularly those who were pregnant at the time 
they were tested for HIV. These are illustrative statements about beginning HIV treatment: 
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We thought it was satanic illness so I went to a certain pastor called prophet Colombus. 
He told me it is true—that I am suffering from HIV, so I should come to the hospital to 
seek treatment because he has finished the spiritual aspect. –Male IDI participant, aged 
37 years  
 
I started ART right from the day I got to know it. I was put on the drugs as soon as 
possible because of the pregnancy. When pregnant women are found to be positive to 
HIV they are put on treatment without delay. –Female IDI participant, aged 29 years 
 
Perceptions regarding treatment 
 
Most participants (all but 10% of IDI participants) expressed views concerning ART. Most 
statements were very positive. Participants spoke about how treatment had improved their 
physical health and wellbeing. They described in detail how they had regained strength and body 
weight after beginning treatment. Some spoke of feeling more ‘normal’ again and of being able 
to go back to their previous activities, including going back to work and to school. Others talked 
positively about how they were able to feel close to family members again. Several also noted 
the difference they felt between the period during which they were taking their medications 
regularly and periods when they were not. These descriptions included: 
 
 I was very well when I took the medicine. I was strong and could go round to do my 
business. I could even pound fufu without any problem. However, when I stopped, I 
wasn’t that strong as I use to [be]. –Female IDI participant, aged 50 years 
 
Before I took ART I was falling sick and feeling weak but after taking the drugs for 6 
months I have become strong and fit, going about my usual duties. I have not been 
experiencing even headache. –Male IDI participant, aged 52 years 
 
I could not complete the University education because of the sickness. I can do 
everything now. –Male IDI participant, aged 48 years 
 
When I took my medications and became strong my family members started getting close 
to me. –Female FGD participant, aged 39 years  
  
At the same time, several IDI participants (including three females but only one male) and over 
one-half (58%) of FGD participants mentioned side effects or other discomforts associated with 
taking antiretroviral (ARV) medications. Some also spoke of feeling hungry after taking ARV 
drugs, of being weak physically, and of experiencing headaches and an inability to sleep. The 
following are some of these descriptions: 
 
Yes, the drug makes us feel so hungry. Mine makes me feel very weak as well, so [if] 
there is no money for food, the person will not take [ART]. –Female FGD participant, 
aged 32 years 
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I was feeling nausea and vomiting. I complained and it was changed. The second drug 
change also caused some rashes on the whole body. –Female IDI participant, aged 41 
years 
 
...when I take the drug, I feel so hot and uncomfortable that I am not able to sleep. It is 
rather in the morning that I feel sleepy so I am not able to work. –Male FGD participant, 
aged 43 years 
 
One participant noted that she experienced discomfort when trying to swallow one of her ARV 
medications, given its large size:  
 
In fact it is difficult to take the drugs. They are big tablets. We will be happy if we can get 
an injection that will last for a month or more so that when we take one, we can have 
breathing space. –Female FGD participant, aged 36 years 
 
Another described not only her own side effects, but also those of others; though frightening, this 
was not the reason she defaulted: 
 
 ...I have been having headaches when I take the drugs, but they told me it is one of the 
side effects of the drugs. Also, I have been seeing other people with blindness and stroke, 
which I have also been told are side effects of the drugs. –Female FGD participant, aged 
37 years 
 
Participants’ recommendations regarding ART 
 
Despite these negative experiences, when asked if they would recommend ART to other PLHIV, 
most IDI participants (72%) (FGD participants were not asked this question) replied 
affirmatively, and in strong words. Here are some of their statements in response: 
 
Yes, I would recommend HIV positive individual to start because some years ago many 
people died as a result of HIV but since the introduction of the ART many lives have been 
saved. So I would encourage infected people to enroll on ART. –Female IDI participant, 
aged 53 years 
 
It wouldn’t be easy to disclose status but yes, if the person opens up with me, I will 
counsel and recommend the person for ART. –Male IDI participant, aged 43 years 
 
The two IDI participants who indicated that they would not recommend treatment were both 
female and hesitated to recommend treatment because they believed that accessing treatment 
necessarily involved a risk of disclosure of HIV status. As they explained: 
 
It will be difficult for me to recommend it to other HIV positive patients because of the 
suspicion they might have about me when I tell them. –Female IDI participant, aged 31 
years 
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I have never heard of someone with HIV who will tell another person that he needs ART, 
never. No one has come to me for me to recommend [ART]. –Female IDI participant, 
aged 66 years 
 
Preferences for accessing ART 
 
We also asked IDI participants where they would most like to access ART. In response, most 
(74%) replied that they preferred obtaining their medications at an ART clinic, such as the 
STI/HIV clinic they were currently attending at Suntreso Hospital. They cited the high quality 
services, the friendliness of the nurses, and their sense that there was little chance of HIV status 
disclosure at the ART clinic, which made receiving treatment at Suntreso a positive experience. 
While FGD participants were not asked specifically about their choice of clinic, they still 
volunteered positive comments about Suntreso’s clinic. In participants’ words:   
 
In this particular hospital everything seems to be in order. And when you get to where the 
drugs are given, the nurses especially make you feel at home. –Female IDI participant, 
aged 41 years 
 
If we have the same session with other general clinic attendants, non HIV patients may 
get to know of our status and decide to stigmatize or disclose our status to other. –Male 
IDI participant, aged 34 years 
 
The counseling really motivates me to come back to start treatment, especially during my 
first visit when I was doing the labs. The words of encouragement the nurses gave me 
took away my fears. –Male FGD participant, aged 32 years 
 
Those with other views were fairly evenly split between participants who preferred receiving 
ART at a general clinic and those who had no preference. Those who preferred a general clinic 
explained: 
 
I would prefer that we [can receive services at]... the general hospital, because as it is 
now, once you come here, people know you have the infection. –Male IDI participant, 
aged 44 years 
 
Barriers and challenges to retention in care   
 
Patient participants’ recent experiences with gaps in treatment 
 
Most participants described one or more gaps in treatment since beginning ART. Among the 
two-thirds of IDI participants with a gap, 50% had experienced one gap, about 40% two gaps, 
and the remaining 10% three gaps. These experiences were similar between males and females. 
For the FGD participants, data on the number of treatment gaps patients had experienced are 
only available on the male patients (N=12), among whom five had one gap and seven had two 
gaps. Of IDI patients, the duration of the treatment gaps varied from less than one month to more 
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than three years. The longest treatment gap among IDI participants was reported by a 37 year-old 
man who had been off treatment since December 2009 (over three years).  
 
Among participants with treatment gaps (n=58), over two-thirds (81%, including all IDI 
participants and 15 FGD participants (58%)) described the reasons for these gaps. While most 
gave a single reason only, some gave more than one explanation. Overall, the top four 
explanations given were: 1) financial constraints, noted by 28% of those with a gap; 2) lack of 
access to treatment while traveling or working away from home, mentioned by 28% of 
participants with a treatment gap; 3) ART medication stock-outs or shortages at the clinic, 
mentioned by 23% of those with a gap; and 4) misperceptions about ART, and believing 
alternative or herbal remedies could cure HIV, also voiced by 23% of all participants. 
 
Financial challenges and recent treatment gaps 
 
Financial problems were a major cause of participants’ recent defaults, especially among 
females, One-third (33%) of female participants who provided a reason for defaulting gave this 
explanation, compared with just under one-fourth (23%) of male participants. Most typically, 
participants said they “lacked money for treatment” or “had financial problems”. Sometimes they 
specifically mentioned that financial constraints had prevented them from being able to pay for 
medications, transport to the clinic to pick up their medications, or a combination of both. In one 
case, a male participant described not being able to buy food that had to accompany ART 
medications. As the participants explained: 
 
The main reason was that I was misinformed that my health insurance had expired, and I 
couldn’t renew it and also could not afford the cost of drugs. –Male IDI participant, aged 
45 years 
 
Financial difficulties were my main challenge because I was not working. My wife was 
providing everything in the house. Sometimes she becomes tired of doing that. – Male 
FGD participant, aged  
 
I stopped treatment somewhere in June 2013 due to economic hardship because when 
you take the drug, [you must eat a lot] and I was not in a position to afford buying food. 
That is why I stopped treatment. –Male FGD participant, aged 43 years 
 
Lack of access to treatment while traveling or working away from home 
 
Roughly equal proportions of male and female participants said that lack of access to ART 
medications while traveling (usually for work) had led to a recent treatment gap. These trips 
included locations within Ghana and other countries. As several explained:   
 
[I] travelled to Algeria. But I had an arrangement with my wife who used to send the 
drugs to me over there. I had a break in medication because I had to travel to a remote 
village in Algeria and so could not get in touch with my wife again. –Male FGD 
participant, aged 41 years 
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I travelled. That is why I defaulted. ... I went to Wasa in the northern part of Ghana. –
Female FGD participant, aged 35 years  
 
 I stopped treatment in March 2012 and started again in September 2012. I had to go and 
stay in Accra with a brother who had developed a stroke. Unfortunately my medication 
got finished. –Male FGD participant, aged 58 years 
 
I travelled. It was an emergency. One of my children was sick so I was called to Wa in 
the Northern Region. –Female IDI participant, aged 56 years. 
 
However, for several participants, while the initial reason for the default was an inability to 
access ART medications, the length of the treatment gap appeared to be linked to failure to 
prioritize treatment for various other reasons, such as feeling healthy when the medications were 
used up and lack of knowledge of where to access treatment. At times, participants revealed 
somewhat of a nonchalant attitude about stopping treatment or about the length of their gap. 
These statements illustrate these experiences and attitudes after defaulting:  
 
 I was eating well and taking in food supplements. When I realized that I was healthy I 
forgot about the ART medication. After 8 months I became very sick again and my 
condition deteriorated even after visiting the hospital in Algeria. When I returned to 
Ghana, I was admitted at KATH. –Male FGD participant, aged 41 years 
 
I was doing self-medication to keep fit. I was taking indocid and blood tonics on my own. 
After several attempts to get medication, I was told the hospital will receive my kind of 
ART drugs again. –Male FGD participant, aged 58 years  
 
ART medication stock-outs or shortages  
 
Among male participants, the top reason given for recent treatment gaps was medication 
shortages and stock-outs. This was mentioned by over one-third (38%) of male patients, but by 
only one of the female patients. Many of the male participants, in particular, voiced considerable 
frustration with shortages of drug supply, particularly when the time and financial demands 
needed to get to the clinic were considerable. Some patients had gone back on treatment after 
such a gap, but others remained off ART. Illustrative statements included: 
 
[After beginning ART in 2009] I was regular with the taking of the drugs but at some 
points they said the drugs are not available. I reported several times for drugs but [they] 
were not available. That discouraged me because it was so frustrating. At times they will 
call us to come and we will only receive drugs for a week or two. One day I just got fed 
up and stopped. –Male FGD participant, aged 46 years 
 
I was given a number to call but as I said earlier, they were not picking up my calls and 
even when they picked up [the calls], they told me some of the drugs are not available. So 
these frustrations made me pull out of treatment. –Male FGD participant, aged 35 years 
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....I stopped treatment in March 2008. Just two months ago in 2013 I stopped again due 
to drug shortages. –Male FGD participant, aged 52 years 
 
Last year when there was a shortage of drugs, I defaulted in taking them. That was in 
May 2012. –Female FGD participant, aged 40 years 
 
Misperceptions about ART 
 
The fourth major cause of previous treatment gaps was misperceptions about ART and, in 
particular, believing that traditional or an alternative treatment would cure HIV infection. This 
reason was given by nearly one-third of male participants (31%) but only by three females (14%) 
who gave a reason for a recent gap in treatment. Among participants with inaccurate knowledge 
of HIV and ART, about one-half discussed their (usually previous) view that an herbalist could 
cure their infection, and the other half spoke of pastors who had persuaded them to use 
something other than ART. Some described realizing that these beliefs were, indeed, incorrect 
ones about HIV, but not all of them did so. The following statements reflect some of these views:  
 
When I took it [ART] for 3 years, I became strong, then I stopped. In fact, I know that 
taking the drugs for a long time is poisonous so I decided to seek spiritual healing since 
Reverend Minister can ‘bind’ HIV with the blood of Jesus. –Female FGD participant, 
aged 30 years 
 
I was thinking nothing would happen until I felt sick recently, and I have suffered so 
much. –Female IDI participant, aged 34 years 
 
A relative of mine convinced me that he has a herbalist who is very good in treating HIV. 
I followed him to the herbalist and was given herbal concoction to take for one month. 
Later I noticed I was getting swollen feet, diarrhea and vomiting. –Female IDI 
participant, aged 42 years 
 
Additional reasons for recent treatment gaps 
 
In addition to financial constraints, traveling from home, drug stock-outs, and misperceptions of 
ART, participants gave a number of other reasons for their recent gaps as well. The most notable 
one was side effects, which was mentioned by five patients as reasons for their treatment gaps 
(two men and three woman, and participants in both IDIs and FGDs). Most participants did not 
give specifics about the side effects, though some mentioned “feeling bad,” “feeling weak,” 
and/or having headaches. Others linked the side effects to their inability to work, which was a 
priority. Participants’ statements on side effects and treatment gaps included:  
 
I was feeling weak and unable to do anything whenever I took the drug. They told me the 
effect I am experiencing will go [away] after a certain period, but it exceeded that time 
and still there was no improvement. I took the drugs for only 3 months and stopped last 
year in June. –Female FGD participant, aged 42 years 
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More importantly, when I take the drug, I don’t feel well. –Female FGD participant, aged 
35 years, after saying that travel led to her treatment gap 
 
 The main reason why I stopped was that the drug was having some effects on me. As I 
stated earlier, I feel dizzy and sometimes collapse. –Male IDI participant, aged 39 years 
 
This was because when I take it I become very weak [so] I have to stop the work I was 
doing to earn income. I was feeling nausea and vomiting. I complained and it was 
changed. The second drug change also caused some rashes on the whole body. The drug 
was changed again, and this time whenever I take it I feel [so] weak that I have to be 
lying down and be sleeping all the time. So I decided to stop taking it. –Female IDI 
participant, aged 41 years 
 
Further specific explanations for previous treatment gaps included: being distracted by various 
events (a road accident, having to move from one house to another) or simply forgetting to pick 
up medications at the clinic (three); stigma-related barriers (two); lacking motivation to take a 
medication that was not a permanent cure (two); feeling healthy and thus in denial about HIV 
status and need for ART (two); fear of (or actual) negative experiences at a clinic (two); and lack 
of comfort with taking medications (for example, having trouble swallowing large pills) (one). 
Statements illustrating some of these reasons included: 
 
 I was given a separate cup to drink water, separate feeding bowl, etc. and finally [they] 
asked me to leave the house so I stopped treatment at that time. –Male FGD participant, 
aged 39 years 
 
[After describing defaulting, when asked why she did not go to a nearby center] I did not 
know [there were places to obtain medications]. Besides, I did not want anyone to know I 
am on medication so I didn’t know how to ask about it. –Female FGD participant, aged 
35 years 
 
When I came back I decided to come to the clinic to continue my treatment but when I 
came they were complaining. I got angry and left and never came back. –Male IDI 
participant, aged 42 years 
 
When they gave me the medication, I was still doubting that I have HIV, so I hid the drug 
and did not take [the pills]. I later fell sick [so sick] that I could not walk, so I came back. 
–Female FGD participant, aged 37 years 
 
…I took the decision on my own accord after I received ART for a short time, and I 
thought I was healthy. –Male FGD participant, aged 32 years 
 
More importantly, I was informed that the medicine I take can sustain me for only 4 
years. So I didn’t see the importance of taking the drug and dying in 4 years time.  –Male 
IDI participant, aged 39 years 
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I have seen people being embarrassed for defaulting so I am afraid to go back. –Female 
FGD participant, aged 40 years 
 
Views of barriers and challenges to retention in care 
 
Potential barriers to staying on ART: Overview 
 
We asked patient and KI participants about the types of issues that might affect retention in are. 
Both groups also raised matters or situations that negatively affected the ability of patients to 
stay on ART continuously. All patient participants described at least one challenge or barrier to 
ART retention, with most (85%) naming more than one barrier. The majority described two or 
three barriers to remaining on ART, while several named as many as five separate barriers to 
retention in therapy. Some of these related to patients’ own experiences, and others related to 
what they had heard from others or their sense of what might be potential barriers. Of these 
barriers and challenges, the ones they discussed most frequently can be organized into two levels 
of potential barriers: individual level barriers and community or societal level barriers. The 
former include barriers specific to the individual, and frequently are ones that can change over 
time, though not always or easily (e.g. gender). These encompassed: financial constraints; 
misperceptions of ART, and especially the role of alternative/herbal alternatives to ART; drug 
and alcohol use; work demands; and medication side effects. Barriers at the community or 
societal level are those that exist beyond the individual and over which an individual typically 
has no control. These encompassed: HIV-related stigma (real or perceived); ARV medication 
shortages or stock-outs; negative experiences at clinics; and transportation-related barriers 
involved in collecting medications at a clinic.  
 
Similarly, KI participants (n=10) all named at least one barrier to retention in care; on average, 
they discussed three distinct barriers. KIs noted most, but not all, of the same barriers noted by 
patient participants. Below we organize barriers and challenges by the two levels described 
above (individual and community/societal level), and include findings from both patient and KI 
participants, along with selected relevant statements. 
 
Individual level barriers 
 
Financial constraints 
 
Overall, financial challenges emerged as the most prominent barrier to retention on treatment. 
These challenges were noted by 80% of all patient participants (equally among IDI and FGD 
participants) and by nine of the ten KI participants. Sometimes they spoke generally about 
financial challenges, such as this statement by a 36 year-old female participant in a FGD who 
had stopped treatment: “The greatest support we need is financial. When we are financially 
sound we will continue treatment.” Most described one or more specific financial barriers, 
including the monthly cost of medicine and transportation to the clinic. The most frequently 
mentioned financial barrier was the monthly cost of medication (at Ghana cedis (GHc) 5.00, or 
approximately 2.50 US dollars), noted by one-half (50%) of all patient participants and four KIs 
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as a major barrier to staying on treatment. Some noted this charge for medications even though 
they appeared to be registered for NIHS, which should have meant the medications were free of 
charge. The following were typical statements by patients about this challenge: 
[I] would have loved to always come for treatment but sometimes, my financial position 
won’t permit me. I even owe GHc [Ghana cedis] 30.00 in this hospital for drugs that I 
could not pay. –Female IDI participant, aged 50 years 
 
When I come [to the clinic], despite the health insurance, I pay GHc 5.00. I was also 
taking a 3 month dose, so you can imagine [how much I had to pay]. –Female IDI 
participant, aged 37 years 
 
[T]he most difficult challenge is the financial problem. I wish the drugs should be given 
free. Please do something about it. –Female IDI participant, aged 34 years 
 
Some people come without money [and] plead [for drugs to] be given, but such people 
stay so long at the hospital, which to me is a frustration. Sometime ago, somebody out of 
frustration asked me for money to pay for the drug because the health workers were 
feeling reluctant to give them the treatment. –Female FGD participant, aged 36 years 
 
A number of patients also mentioned that lack of funds to pay for treatment led to problems at 
the clinic, with clinic staff becoming upset at them:  
 
Also, when you go to the hospital and tell them you do not have money, they get angry. 
Even if you get to the clinic at 6:00 am, they [may] decide to keep your folder til late in 
the day. – Male FGD participant, aged 58 years 
 
They have told us [to be] on treatment, [and] that we should come for drugs even if we 
don’t have money and yet some of the health officials shout at us as if we have 
intentionally decided not to pay. –Male FGD participant, aged 41 years 
 
One FGD patient participant, a woman aged 37 years, noted that there had been a change in 
policy about access to medications: “Nowadays, when you don’t have money, they won’t even 
give you the medicine. It wasn’t like that some years ago. We were being given the drugs on 
credit when we didn’t have money.”  
 
The second most frequently discussed financial barrier was the cost of transportation to the clinic 
to pick up the ART medications. This cost was noted by over one-third (36%) of all patient 
participants and by a majority of the KIs (seven) as a major challenge to retention on treatment. 
As several participants explained:  
 
Taking the medication is good and it makes us strong but the problem we have is 
financial. It is very difficult for us to get money for transportation and food. –Female 
FGD participant, aged 36 years 
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I come by commercial vehicle to receive my medication. I usually take about 3 cars to get 
here and spend about GH¢2.40 for a return trip. –Male IDI participant, aged 44 years 
 
There was a man who was coming here for treatment. He said he has no money for 
transportation so he walks to the roadside to beg for lift. When he gets to the clinic, other 
clients contribute to buy his medication for him, so I think transportation and finance is a 
problem for most people. Some people are really in need [of financial assistance]. –
Female FGD participant, aged 37 years  
 
...it is because of the cost of transportation that we advise them that once they are strong 
after coming here for treatment, they should take their [medication] books and go to 
other centers close to them, so that money for transportation does not become a 
challenge for them, but they don't want to go. We have told them [several times] but they 
don't want to go. –Key informant, counselor 
 
An additional financial barrier related to the need to buy food to accompany treatment 
(mentioned by 12% of patient participants, including six males (17%)) but only three females 
(8%). A KI participant, an organization staff member, also emphasized this issue: “Financial 
constraints are a very big challenge for them. Most of the clients don’t have money to buy food 
to eat. The drugs enhance appetite, so it makes one eat more food and if they don’t have food to 
eat, they do not take the drug.”  
 
Finally, a number of patient participants (though no KI participant) indicated that being on ART 
affected negatively their ability to work and earn a living. In particular, they noted the time 
burden of travel to a clinic to pick up ART medications as well as side effects (discussed in more 
detail below). One female patient also noted how the responsibilities of caring for children might 
be a barrier to staying on treatment. 
 
Financial constraints: female vs. male patients 
 
When asked about the different financial burdens experienced by women compared to men, a 
few patients and one KI participant denied that there were differences between them. As a 37 
year-old female (IDI) participant reflected: “Just as the women are struggling to make some 
money to take care of themselves, the men are also doing the same. The financial problem is 
being faced by all of us.”  
 
However, most patients and KI participants said that financial challenges associated with ART 
were greater for women than for men; financial challenges were also cited by more female than 
male patient participants (92% vs. 67%). Among those women who described financial barriers, 
most were not married (74%). Most typically, they described major hardships trying to support 
themselves and, frequently, their children. Many patients and KI participants noted the typical 
financial dependence of women on men in Ghanaian society. Some also explained that financial 
dependence could make it difficult for some women to tell their husbands about their HIV status. 
Here are typical statements by patients highlighting women’s greater financial burden of ART:  
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The women find it more difficult than the men. They depend on the men, so for some of 
them even when they find out that they are [positive]…. they don’t want to tell their 
husbands because they fear that their husbands may divorce them. –Male IDI participant, 
aged 39 years 
 
The challenges men face are different from that of the women, because the men are 
working [more] than women. Even if a woman is well…. it is because there is a man 
supporting her, so the challenges for women are worse than for the men. If I were to have 
a husband, he may be helping me financially. –Female IDI participant, aged 50 years 
 
Some female participants described their family responsibilities and in particular, the way that 
caring for children inhibited their financial ability to prioritize treatment. Others spoke more 
generally about gender roles in Ghana that place most of the responsibility for raising children on 
women, while giving men the responsibility for earning money for the household. If a woman 
lost her husband, she might face a heavy financial burden given child-raising obligations. As 
several female participants explained:  
 
It is a money matter. I have no insurance and I have children to take care of, so I need 
money. –Female FGD participant, aged 40 years 
  
Sometimes, the children can also be a problem. I take care of 6 people with the little 
money I make from my business. Because I don’t have a place to stay, the children are 
staying at different places. All money I make goes to them. How much can I save to help 
me in taking my medication? –Female FGD participant, aged 35 years 
 
…I sent my children to other people because I was being ejected from my house. There 
was no help from anywhere so it is possible childcare and other challenges can make 
someone stop treatment. –Female FGD participant, age unknown 
 
This view of gender roles and the way they resulted in greater financial challenges for women 
was echoed by most of the KI participants. Here are relevant statements by two of them: 
 
The challenges are different for men and women. For instance, there are women who 
have been divorced after their partners got to know their status. Because women 
normally depend on their husbands, such women may not have money to come for their 
treatment ... [they] only come here when they are very weak. The challenge is serious for 
women. –Key informant, counselor  
 
There is not much [of a] problem if the man is positive and the woman negative. In that 
case the man is able to convince the woman [to stay with him], but the cases we have 
here have more women being positive and the men negative, and only a few men are 
supporting their wives. Because of that, the women do not easily tell their husbands of 
their status unless they are sure they will not be left alone. They feel 'when I tell him he 
will no more take care of me and the children.... –Key informant, clinic/organization staff  
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At the same time, many participants described the pressure felt by men to support their families, 
and noted that balancing work demands and ART treatment was a major challenge for male ART 
patients. As one male FGD participant, aged 62 years, explained: “In fact, if a man is not able to 
take care of the family, he is more or less ‘useless’ in the home. You cannot even take decisions 
anymore because anything that will be suggested will be thrown away because one cannot give 
money.” Another male patient, a 34 year-old participant in an IDI, noted how work could make it 
difficult to stay on treatment and to the medications daily: “The huge responsibilities on men 
with regards to work and taking care of the family are some of the challenges. They get tired 
after a long day’s work and can easily fall asleep forgetting to take their drugs.” 
 
Misperceptions of HIV and the critical role of ART 
 
Nearly two-thirds of participants (64%), in similar proportions among male and female 
participants), and a majority of KI participants (six of ten) discussed the way that 
misunderstanding of HIV infection and the role of ART led many patients to forego or stop 
ART, often in favor of an alternative remedy such as herbal therapies. Nearly one-third (30%) of 
patients and five of the KI participants described the way that many patients, feeling healthy 
once they begin ART, convince themselves either that their HIV infection has been cured or that 
ART is no longer critical, and then default from ART.  
I think adult clients would drop out because when she or he becomes strong and healthy 
after taking the drugs for some time, they think everything is over. –Male FGD 
participant, aged 32 years 
They stop because they think they are now healthy. –Female FGD participant, aged 36 
years  
Most people stop the treatment because when they take the drug for a long time they feel 
and look good so they think they are cured and don’t want to come for their drugs. – 
Male IDI participant, aged 39 years 
 
In most instances clients who come here when they are very weak are likely to take their 
medication but those who look strong when they come are not likely to take it. For 
instance there is a female sex worker client who started treatment when she was weak, 
she became strong and nice after some months on treatment but since the beginning of 
this year she has not come here for her treatment. –Key informant, counselor 
 
Even more patient participants (39%) along with two KIs noted that denial of one’s HIV status, 
or blaming illness on a curse rather than recognizing it as an infection, and seeking alternative 
remedies (often from a pastor) could lead individuals to refrain from ART. This view was 
particularly common among male patients compared to female patients (47% vs. 32%, 
respectively). Illustrative statements on this theme included: 
 
One day a man I know saw me at the hospital.... Later he was being sent for herbal 
treatment because they attributed the disease to spiritual curse. He died some few months 
ago. –Female FGD participant, aged 36 years 
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I agree [with another participant] that they go for herbal treatment. I have witnessed 
someone who went for herbal treatment from a Moslem. She paid GHc 50.00 for it. She 
could not finish with the concoction before she took ill. Later I heard she was dead. –
Male FGD participant, aged 58 years 
 
There was another lady who also attributed the infection to a curse and so stopped 
treatment. She also deteriorated and died. –Female IDI participant, aged 31 years 
 
Yes, clients who are in denial are more likely to default. They think it is a spiritual 
disease so even if you successfully counsel them to start treatment, they will stop a few 
months into treatment. –Key informant, counselor 
 
A number of patient participants and KIs spoke of the influence of family, friends, and pastors 
over patients, and in particular the role of pastors and/or false advertisements for ‘HIV cures’ in 
tempting PLHIV to try something other than ART. The following statements reflect this theme:  
 
Some pastors and the other electronic media outlets do carry out ads saying they have a 
cure for HIV. Some HIV clients get convinced by their ads and go to them. Some of them 
get better for a short period and get sick again and die in some few months because they 
stopped taking their medication. –Female FGD participant, aged 37 years 
 
I know of a 14 year old girl who lost her parents and was being taken care of by her 
grandmother. Later she was not coming for treatment and when I inquired, I was told she 
has been taken to a prayer camp. She died. –Female FGD participant, aged 40 years 
 
A certain pastor asked a client to come for prayer to cure HIV. The client had piled up 
his medications for about 6 months. The pastor who was also HIV positive asked the 
client to bring all his medications and come for prayers. As he was praying for him, the 
pastor was taking the medications daily because he was feeling [too] shy to go for his 
drugs. This was taking the medications daily because he was feeling shy to go for his 
drugs. This continued until the client died. Family members also [encourage] people to 
stop treatment. – Male FGD participant, aged 48 years  
 
I think they allowed the pastors, herbalists and fetish priests to convince them [patients 
who drop out of ART] that they have solution for HIV infection. –Male IDI participant, 
aged 32 years 
 
…I have a client who came to me to ask for a form which she wants to take to Prophet TB 
Joshua in Nigeria. She believes that when the prophet prays for you, you will be cured. –
Key informant, counselor 
 
One KI, a counselor, noted this potential barrier in relation to the differences between men and 
women. This participant described the financial challenges faced by women disproportionately to 
men, and added: “Some [women] also spend a lot of money on pastors, mallams, and herbalists 
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and come here without money to [pay for] their medication.” This participant also explained that 
some women stop treatment when they want to become pregnant:  
 
Single ladies or married women who are on treatment and want to get pregnant are also 
vulnerable. Some of them think that drugs prevent them from getting pregnant so they 
stop treatment so as to get pregnant. We have asked them to inform us whenever they 
want to get pregnant but they don’t alert us. –Key informant, counselor 
 
Drug and alcohol use 
 
Patient participants (but not KIs) discussed use of drugs and alcohol as an important barrier for 
some individuals. Over one-third of participants (34%) expressed the view that individual who 
used various drugs or alcohol were among those most likely to find it difficult to stay on 
treatment. The different specific drugs mentioned included heroin and cocaine. Their statements 
on this challenge included: 
 
I also know three guys who sniff cocaine. They stopped taking their medication until 
recently. One of them got very sick and almost died. –Female FGD participant, aged 35 
years 
 
Those who take alcohol are also likely to drop out. Female IDI participant, aged 33 years 
 
I think the drug users are likely to drop out because when they take those substances, 
they seem to forget who or what they are which will lead to dropping out. –Male IDI 
participant, aged 40 years 
 
Work demands 
 
Nearly one-third of patient participants (30%), particularly males (47% vs. 13% among females), 
and four of ten KIs spoke about work demands as a challenge to staying on treatment. Mainly 
they discussed the need for money, and the way that men in particular needed to prioritize their 
jobs in order to care for their families, but they also spoke of the need to travel for work (far 
from the clinic). This included participants who worked for the government. Several patient 
participants and KIs noted that sex workers might lack the motivation to stay on treatment. 
Illustrative statements included:  
 
Instead of working, I am here so I am losing some money because the more cement you 
load, the more money you will get. –Male IDI participant, aged 30 years 
 
The business is not going well in Ghana so I have to travel to go and sell. That is what 
brings about the default....—Male FGD participant, aged 41 years 
 
 The treatment also delays job activities and takes me from work. Asking permission from 
work [in order to go get medication] refills is another challenge. I have to find some 
reasons to cover up. –Male IDI participant, aged 43 years  
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...commercial drivers do not also have time for their drugs. They are not ready to leave 
their cars for just one day for treatment. Six of my friends who were drivers dropped out 
of treatment because of their job and died. –Male FGD participant, aged 52 years 
 
I think the sex workers will drop out because ... of money and they want to make more 
money, so no time for treatment. –Male FGD participant, aged 46 years 
 
[After noting stigma as an issue for continuing on ART]…Others are also traders and do 
not want people to see her taking her drugs, so they stop. –Female FGD participant, aged 
52 years 
 
Some women also behave like that [default because they are busy], especially when they 
get some work going. There are some who bring their cards to join the queue and go 
back to the market and work places to work. When it is their turn to see the doctor, you 
will call and call and no one will respond. –Key informant, counselor 
 
Medication side effects  
 
Nearly one-third (30%) of all patient participants (roughly equal proportions between men and 
women) as well as nearly one-half of the KI participants (four of ten) also mentioned side-effects 
of ART medications as a barrier to retention on treatment. The main side effects described were 
generally feeling bad, nausea, vomiting, rashes, dizziness, loss of appetite, and headaches: 
 
The drug I take at night makes me feel uncomfortable. This is because I sweat at night 
and I can’t sleep well. I didn’t have an appetite for food apart from coca cola. Because of 
that I decided to stop taking the drugs come what may. –Male FGD participant, aged 42 
years 
 
[W]hen I take it I become [so] weak that I have to stop the work I was doing to earn 
income. I was feeling nausea and vomiting. I complained and it was changed. The second 
drug change also caused some rashes on the whole body. Female IDI participant, aged 41 
years. 
 
I was feeling weak and unable to do anything whenever I take the drug. They told me the 
effect I am experiencing will go after a certain period but it exceeded that time and still 
there was no improvement. I took the drug for only 3 months and stopped last year June. 
–Female FGD participant, aged 42 years 
 
At times they do not even inform us when they are experiencing side effects but rather 
stop [treatment]. I am sure when they are sick and we counsel them, it doesn’t stick. –
Key informant, clinic/organization staff 
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Community and societal level barriers 
 
HIV-related stigma 
 
By far the most commonly discussed barrier to retention in care that may be viewed as a 
community or societal level barrier was stigma, including both actual and perceived stigma 
associated with HIV. Stigma was mentioned by two-thirds (65%) of all patient participants (the 
second most frequently barrier they discussed) and by most KI participants (six of ten). Nearly 
three-fourths of all patient participants in FGDs (73%) discussed stigma as a barrier to retention 
in treatment, compared with 60% of IDI participants; female patients brought up stigma in 
similar proportions as did male counterpart. Participants mentioned numerous aspects of the 
ways and situations in which stigma affected their ability to remain on treatment. One of these 
was the way that patients could feel (or feared feeling) stigmatized within their families and 
homes. Most patients who discussed stigma as a barrier to retention on ART spoke of feeling 
rejected by their families due to their HIV status, as illustrated by these statements: 
 
For the family issues, it is a very big challenge because when they get to know [about 
your HIV status], there is so much stigma and discrimination that they will not even 
allow us to touch their drinking cups, let along receive a hug. –Female FGD participant, 
aged 36 years 
 
There are so many challenges that we encounter while on treatment. One is stigma and 
discrimination. My family rejected me to the extent of providing me with special spoon, 
bowl, cup, etc. –Male FGD participant, aged 39 years 
 
HIV is classified as a disgraceful disease and so people can easily stigmatize and point 
fingers at you. That is why it becomes difficult to involve the family. –Male IDI 
participant, aged 49 years 
 
Some patients expressed feeling a complete lack of support due to HIV-related stigma. As one 43 
year-old male FGD participant explained: “There is no help from anywhere, since you don't want 
to disclose to anyone for the fear of stigmatization.” A 62 year-old female IDI participant 
described it as follows: “I think it is the stigma [that is the main barrier to staying on ART] 
because when people get to know that you have HIV they may even decide not to eat your food.”  
 
Others said that taking ART medications was an issue at work, and that hiding their HIV status 
successfully required being extra careful when they took their ART medications while working: 
 
My major challenge is getting money to pay for the drugs and I need to make a lot of 
money. That is why I needed to travel to Algeria to work so that I can make a lot of 
money. The business is not moving well in Ghana so I have to travel to go and sell. That 
is what brings about default. When you travel with medication they will ask you a lot of 
questions such as what drug is this? What is it used for? Which is so cumbersome to cope 
[with]. –Male FGD participant, aged 41 years 
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I feared the stigma associated with the disease. The nature of the disease means that if 
anybody gets to know, they will discriminate against you so I make sure no one gets to 
know. At my work place, I pray that I don’t grow lean so that people will not know. –
Male IDI participant, aged 44 years 
 
Stigma as a barrier to retention: female vs. male patients 
 
Most patient participants and all KIs spoke of the ways that stigma affected men and women. 
They included greater acceptance of discordant couples in which the man was positive, and the 
woman negative, compared to when the woman was positive, and the man negative. Some men 
also said that they felt their HIV status was a hindrance to getting married. Another theme wove 
through the discussion of barriers: women living with HIV do not want their husbands to know 
their HIV status for fear they will be abandoned. The following statements illustrate this theme:   
 
Women are able to stay with men when the woman is negative and the man is positive. 
But the man is negative and the woman positive, it usually results in divorce. –Female 
FGD participant, aged 52 years 
 
Again I am not able to marry since my wife died because I know the woman may be 
infected. I cannot also tell her that I have HIV because of stigma and discrimination. –
Male FGD participant, aged 46 years 
 
They [women] are also afraid that people they know will inform their husbands about 
them which will lead to divorce. –Male FGD participant, aged 39 years 
 
They feel 'when I tell him he will no more take care of me and the children. He will even 
go about spreading the news and society will reject me'. –Key Informant, 
clinic/organization staff   
 
In one of the FGDs with male participants, nearly all the participants responded that the 
challenges staying on ART were greater for women, with stigma the main focus, as follows:  
 
 Men are quiet over a lot of issues, but women are talkative, so they spread their own 
information for people to hear everything...[and] they feel shy to come to the clinic for 
their drugs. .... more women than men [default] and when you ask the reason, the women 
mention fear of meeting people they know who will gossip about their status. 
 
 Yes, the ladies have more challenges than the gentlemen because they are afraid of 
disclosure. I quite remember I met a lady client at the clinic. She wanted to hide because 
somebody she knows very well had come to the clinic so she didn’t want her to know she 
is a HIV client. But men don’t care much about that. 
 
 I share the same opinion with my brothers that the ladies have more challenges than the 
males with respect to fear of disclosure. 
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 The women usually face the challenge of fear of disclosure since they go through PMTCT 
when they become pregnant; it allows other people to know their status so they find it 
difficult to cope with that situation. They are able to go through PMTCT because of the 
pregnancy but after delivery they find it difficult to continue treatment.  
 
ARV medication shortages and stock outs  
 
Medication shortages and stock-outs were the second most frequently discussed community or 
societal level barrier to retention, and overall, the third most frequently described challenge. 
Lack of medications was noted by 39% of participants, and especially by males, of whom 50% 
discussed this as a serious retention challenge (vs. 29% of female patients). Most participants 
explained that they would keep returning to the clinic in hopes the medications had become 
available, though some descriptions revealed a high degree of frustration. These statements were 
illustrative: 
 
My most difficult challenge is to travel all way to the clinic and be told there are no 
drugs. Female IDI participant, aged 53 years 
 
When we were told of the drug stock out, I was given a particular nurse’s number to call 
for assistance. It was not helpful because anytime I called it was the subordinates that 
picked up the call and she does not give any information. It made me really frustrated 
and sad. –Male FGD participant, aged 35 years  
 
[S]hortages of medications is a big challenge. Getting to the hospital only to be told there 
are no drugs seems a waste of lorry fare, energy, and time. –Female IDI participant, aged 
54 years 
 
With drug stock outs, it bothers [me] a lot because after struggling to get money, I will go 
to the clinic only to be told that there are no drugs. That seemed a waste of time and 
energy. I once cried for not getting refill. –Female IDI participant, aged 37 years 
 
KI participants (four out of ten) echoed the view that medication shortages and stock-outs were a 
major barrier to patients, not only preventing them from being able to stay in treatment for a 
short period, but reducing their motivation to continue once drugs were back in stock. These 
were illustrative statements by KI participants: 
 
Drug stock outs are one of the barriers. When they come once, twice, or thrice without 
drugs, they go away. Sometimes when you ask why they did not come for their drugs, the 
answer is: ‘I came so many times without drugs and later did not have money for 
transportation again.’ –Key informant, clinic/organization staff 
 
The problem comes when there are shortages nationwide. Here is the [situation] … we 
have asked them to take the drug everyday for life. Now the person comes and there is no 
drug. It means we are disappointing them. –Key informant, clinic/organization staff 
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In one of the FGDs with male patients, when asked whether drug shortages were a challenge, the 
discussion went as follows: 
 
It will be a serious challenge because without the drugs I will get weak and cannot work 
anymore. Therefore [I] cannot raise money to buy drugs for my wife and also take care 
of my family members. 
 
I will be very worried if there are no drugs..... 
 
It is a challenge. For me that was the main reason why I stopped coming for treatment. I 
was tired of going up and down without treatment. 
 
I got frustrated when I was calling them without response and also to be told that there 
were no drugs.  
 
It is frustrating because if we have been told that we are going to be on treatment for life 
and we don’t get the drugs, then what will become of us? 
 
Yes, it is worrying.... 
 
Negative experiences at a clinic  
 
Another community/societal level barrier was having a negative experience at a clinic. One-third 
(32%, especially females, 36% vs. 26%), along with two KIs described unpleasant clinic 
experiences. Most prominently, patients discussed unhappy encounters with clinic staff, a 
potential barrier noted by 20% of all patient participants. They explained that clinic staff could 
be rude, and ‘punishing’ when patients returned after a default. They also described instances 
when staff revealed patients’ HIV status to others. Participants believed these encounters could 
discourage patients from remaining on ART. Their direct statements on this theme included:  
 
I know of a health worker in the clinic who will not give you the drugs without money. 
Because of that most people who don’t have money are not going for treatment. They 
don’t want to be embarrassed. … If you are rude to them because they have no money to 
pay, they won’t come at all for the medication to avoid any embarrassment. –Female 
FGD participant, aged 42 years  
 
Now that I have stopped for about a year... I am afraid when I go back they are going to 
punish me.... –Female FGD participant, aged 40 years 
 
...the care providers – sometimes they become rude to some of the clients... –Male FGD 
participant, aged 39 years 
 
There is a nurse here who has exposed my disease to the people I was working with so 
they all know my status now. –Female IDI participant, aged 40 years 
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In addition, patients mentioned long wait times (11%) and an insufficient number of seats to use 
while waiting to be seen by staff (two patients). Two of ten KIs also mentioned that facilities 
were inadequate. Participants’ statements included:  
 
Once a man was in the queue waiting for his turn to be served. After keeping [a long 
time] in the queue he decided to leave and since then, I have never set eyes on him. –
Female FGD participant, aged 32 years 
 
At Komfo Anokye, the nurses would complain when you report late. Nevertheless, I could 
sometimes get to hospital as early as 6 am, but they would start serving at 10 am and 
sometimes delay us till 3 pm. –Male IDI participant, aged 48 years 
 
We also have a problem with space, especially when it is clinic days. Some people will be 
standing and others scattered on the hospital compound under trees. –Key informant, 
clinic/organization staff 
 
In two of the FGDs (one male and one female), some participants said that medications were not 
being distributed fairly to all patients. Their statements reflect the view that those with more 
financial resources can receive better treatment at the clinic. As one participant stated: 
 
…what I have realized is that some are richer than others and can buy medications for 
more than one month. The next point is that the nurses should stop practicing favoritism 
and nepotism. This is because they sometimes serve some people who are not in the 
queue, making us keep so long at the facility. This is discouraging. I am coming from a 
very far place, so I try to come early but I [leave] late. –Male FGD participant, aged 43 
years 
 
…those who are rich sometimes are given preferential treatment. –Male FGD participant, 
aged 46 years 
 
If they [Ministry of Health] know the total [number of people who need medications] and 
for instance, we are 5,000 in number, then the drugs should be shared equally so that we 
can all get some for the month …Sometimes, they sell drugs that can take someone for 12 
months to one patient. When the shortage comes, it then affects a lot of us who don’t have 
money to take as much as we can. –Female IDI participant, aged 35 years 
 
Transportation-related barriers  
 
In addition to discussing cost of transportation to an ART clinic as a financial barrier to staying 
on treatment, patient participants also discussed the logistical and time burdens of traveling to 
the clinic. This was an important barrier generally beyond their control. Such challenges were 
described by nearly one-third (30%) of patient participants and several KIs. Some participants 
explained that the clinic was located far from their home (maximum travel time was two hours), 
and that they had to leave early in the morning and take several different means of transportation 
to arrive early enough to avoid a long queue. Male participants described this barrier more 
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frequently than did females (36% vs. 24%), perhaps because men were more frequently the ones 
in the family to be employed and for whom taking the time to travel to the clinic represented a 
financial burden. One KI participant emphasized the long distances some patients must travel for 
refills, together with frequent stock-outs of medications, as one of the most common barriers to 
retention in care. As participants expressed it:   
 
I wake up early to board a commercial vehicle to the clinic but at times it is difficult 
getting a car to this place. –Female IDI participant, aged 34 years 
 
It is difficult getting a car to come to the clinic, and because of that, some people have to 
wake up as early as 3:00 am. –Female FGD participant, aged 36 years 
 
I pick a commercial vehicle from Mamponteng to Tafo, then from Tafo to Kejetia, and 
from Kejetia to the Clinic. I take three cars before getting to the center. –Female IDI 
participant, aged 50 years 
 
I come from Asante Akim  Asankare…………. I sometimes face transportation difficulties. 
–Male IDI participant, aged 21 years  
 
…[Some] clients have to travel from far to here and do not get their medication. For 
instance, I’m waiting for a client from a village called Sabronum, which is far from 
Kumasi. She has never defaulted. But imagine she comes here and does not get drugs and 
is directed to go other centers for drugs. She might not even know the location of those 
centers. She has confided in us and does not even know the health staff she will be 
meeting at the other center, so to avoid being stranded, she will not go, which leads to 
some defaulting. –Key informant, counselor 
 
Facilitators and coping strategies for long-term ART retention 
 
General support from family, friends, and others 
 
Both patients and KI participants were asked about facilitators of retention in treatment and how 
they coped with the challenges and barriers to continuing on ART. In response, participants 
discussed both general facilitators as well as specific facilitators or strategies they used to help 
address specific barriers in order to stay on ART. The most frequently discussed facilitator was a 
broad one: general support and encouragement from individuals important in their lives, 
including family members, friends, peers, and clinic staff. Patients typically spoke about this 
support as encompassing social, emotional, and financial support. Those who spoke about this 
support indicated clearly that it was absolutely critical to their ability to manage their HIV 
infections, manage the daily challenges of staying on treatment, and deal with a variety of 
specific treatment-related issues. The importance of such support was discussed by about one-
half of all participants (49%) and by nearly all of those who spoke in detail about how they 
continued on ART. Male and female participants described this support in similar proportions.   
The most important source of general support came from family members and friends. All those 
who mentioned general support noted their reliance on such support from their families and 
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friends. Most FGD participants noted that such support was critical to staying on ART long-term. 
Here are some illustrative statements: 
 
It is my family support [that helps me stay on ART] because they encourage me to take 
my drugs and also give me money for drugs and transport. –Female IDI participant, aged 
62 years 
 
My family is very supportive. At first I was afraid to disclose to my husband, so I used a 
trick on him. I created a scenario of a couple in which the wife had HIV. I then asked him 
what he would have done if his wife had HIV. He assured me he wouldn’t do anything but 
accept and continue to live with the woman. That promise gave me the hope to disclose 
my status to him. Since then we have been married for 15 years. –Female IDI participant, 
aged 40 years 
 
Currently my mother and my brothers and sisters are aware of my status and they are 
offering me support in child care and others. Family members knowing is not a problem, 
but I don’t tell my friends. –Male FGD participant, aged 46 years 
 
…[my family members are close to me] We even eat together out of the same bowl. My 
sister gives me a lot of support. –Male FGD participant, aged 39 years 
 
I am struggling to care for myself with support from my children. –Female IDI 
participant, aged 40 years 
 
Apart from the drug shortages, I really don’t have any problem. My family is supportive. 
–Male FGD participant, aged 48 years 
 
At the same time, many participants noted that lack of support from family, or even active 
family-related stigma or rejection, made living with HIV and continuing in treatment difficult. 
As several patients explained:  
 
No one is supporting me financially. Some of them are not on talking terms with me. They 
even wish I was dead. –Male FGD participant, aged 58 years 
 
It is stigma that led to the break up of our marriage. I was diagnosed HIV positive when I 
was pregnant. At that time my husband was out of the country. I chose to formula feed the 
baby so I informed my husband that I was having breast problems and could not 
breastfeed. He bought all the formulas the baby needed. When he came to Ghana I 
decided to inform him so that we could take precautions…. As soon as I informed him, he 
went and dressed up, moved his car and went to one of his sisters in Accra to inform her. 
The sister also drove back to Kumasi to come and broadcast the news publicly to all the 
people in the house. I was so much disgraced that I felt I should poison myself and the 
children but later consoled myself with the word of God. –Female FGD participant, aged 
37 years 
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There is no help coming from anywhere these days. We are hungry currently and do not 
have the strength to work, too. –Female FGD participant, aged 40 years 
 
There is no help from anywhere, since you don’t want to disclose to anyone for the fear of 
stigmatization. –Male FGD participant, aged 43 years 
 
My sons are my major challenge. Five boys but none of them has been to school. There 
has been no support since their father died. –Female IDI participant, aged 56 years 
  
Many participants discussed the important role of support provided to patients from other HIV-
positive individuals in peer support groups and from clinic staff. Approximately one-fourth 
(24%) of patient participants and nine KIs described these types of support, stressing the way 
they helped patients cope with the challenges of staying on ART. KIs emphasized the role of 
peer support (mentioning the ‘Model of Hope’ support group that operates in many clinics in 
Kumasi) and counseling at a clinic, in helping patients stay on treatment: 
 
I have the support from this health facility. Whenever I come to the clinic, some of the 
health officials talk to me privately and also encourage me. They explained everything 
about the disease, the drugs, and the kind of food to eat. This kind of support encourages 
me to come to clinic always, but money has been a problem. –Male FGD participant, 
aged 61 years 
 
…most of the staff I see are very good to me. They advise us on a lot of issues with 
regards to the medication and diet. Their doors are always opened to us. –Female IDI 
participant, aged 37 years 
 
I have the moral support from this health facility to continue taking my drugs. I was 
keeping to the time of the medication at 8:00 every morning–Male FGD participant, aged 
46 years 
 
I think it is still counseling that would help them to put a stop to it [defaulting] because 
we have special counseling for defaulters. I even sometimes show my drugs to them, 
telling them I am also taking my drugs so if they don’t abide by it is their own choice. – 
Key informant, counselor (also HIV-positive and on ART) 
  
 I think so [peer counseling can help patients stay on treatment] because members in the 
group are offered more education and support for them to maintain long term ART, but 
those who are not in the group only received education at the clinic, which is not enough, 
so they usually default. –Key informant, counselor 
 
A few patients noted support beyond family, friends, and PLHIV networks. Two FGD 
participants mentioned support from church members. Another 35 year-old female patient who 
participated in an FGD discussed her own efforts to reach out to others: “…when I see a person 
living with HIV, I am able to identify him. I will then call the person and educate him or her on 
nutrition, even though I am just new in this treatment.”  
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Managing specific barriers to ART retention 
 
We asked participants how they managed specific barriers and challenges to retention in 
treatment. Both patient and KI participants shared approaches for handling a number of 
challenges. Here we discuss the strategies and approaches they described, beginning with 
individual level barriers. However, for many of these challenges, participants’ responses 
indicated that they lacked an effective coping mechanism. Several noted that they could only 
wait and hope things would get better. Some mentioned praying and hoping for a cure. As one 42 
year-old female participant in an IDI summed it up: “... all that we [can do is] pray that God 
should help us get medication and even a cure for HIV. They tell us research is ongoing to find a 
cure for HIV.” 
 
Coping with individual level constraints and barriers 
 
Managing financial constraints 
 
Patient participants described numerous strategies for coping with financial burdens, the most 
frequently discussed barrier to long-term retention on ART. Most frequently, they highlighted 
the importance of informal financial support from family and friends. The majority of patients 
who noted financial barriers to retention in care described periodically (bi-weekly, monthly, and 
every so often) receiving money from relatives and neighbors. Participants explained that the 
money received from informal supports was used to pay for medication, transportation, or food. 
Some also explained that friends of family members might step in to help a patient continue on 
treatment. In their words: 
 
It is the financial assistance I get from my children and siblings that is encouraging me to 
stay on treatment. They have relieved me of my financial burden –Female IDI participant, 
aged 53 years 
 
It is a challenge because we do not have the money. Family members are supporting 
me….—Male FGD participant, aged 41 years 
 
[T]here was a time I had no money so I was worried and my mother was around but 
could not help. At that time a brother of mine visited and he gave me some money. –
Female IDI participant, aged 41 years 
Three KIs highlighted the value of these informal financial supports for patients who experience 
serious financial challenges. They discussed the way that PLHIV turn to various trusted family 
or friends for financial support to cover a variety of expenses associated with ART. They also 
talked about the way that PLHA support one another: 
 
I would say it is the little contributions from our pockets to support a member who is 
bereaved or has given birth to a child. We support each other and that is what is helping 
members. –Key informant, counselor 
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We find out from them who in the family can support them financially. With the person’s 
consent, that family member is invited and encouraged to support the client financially 
when the need arises. –Key informant, counselor 
 
Those who know my status are my uncle who is my monitor, mother, my brother who buys 
drugs for me. All the other family members are not aware. Other family members only 
know that I was admitted at the hospital and discharged. –Key informant, 
clinic/organization staff (also HIV-positive and on ART) 
 
In addition, a number of patient participants (seven, or 12% of those who highlighted financial 
barriers, including five men and two women) and most KIs (eight of ten) described financial 
support from the NHIS and NGOs, or receiving medications on credit at a clinic. Illustrative 
statements on these supports included: 
 
We used to buy the drugs out of pocket but now we have been enrolled on the National 
Health Insurance Scheme (NHIS), which I think will help us stay on treatment. –Male IDI 
participant, aged 34 years 
 
Oh, yes, sometimes if I don’t have money I just come to tell the care providers to give the 
drugs to me on credit so that at my next visit I would come to pay all [that I owe]. –Male 
IDI participant, aged 32 years 
 
There are some NGOs who pay their GHc 5.00 for them and sometimes give them 
transportation. I think with these NGOs coming in, it is helping a lot. –Key informant, 
counselor 
 
The introduction of health insurance has helped clients. So we always encourage those 
who are not enrolled to enroll so that they can receive free treatment and can even use 
the GHc 5.00 which they would have used to pay for the drugs to pay for their 
transportation. –Key informant, counselor 
 
Currently National AIDS Control Programme has been registering them for health 
insurance so if they get free drugs and the drugs are always available, they will be left 
with [only] lorry fare to bear. –Key informant, organization staff  
 
Some KI participants noted that specific supports had helped patients in the past cope with 
financial challenges, but were no longer available: 
 
 At first members were given foodstuffs such as rice, wheat, tom brown, cooking oil, etc. to 
enable members to maintain treatment by NGOs, but now those things are no more 
coming. Because of that, members do not come to meetings. –Key informant, counselor 
 
Nearly one-third (31%) of patient participants who reported that financial barriers made it harder 
to stay on ART said that the acquisition of work or small trade for income was most helpful in 
overcoming financial barriers. Steady employment was often noted as a major avenue for staying 
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on treatment. Participants also noted that any sort of income, including from odd jobs or 
occasional work, helped them purchase medications and pay for transportation to and from the 
clinic. Relevant statements on this topic included: 
 
I am now selling water and I think that is helping me solve financial problems. –Female 
FGD participant, aged 36 years 
 
Sometimes I sell my cloth to get money for drugs. –Female FGD participant, aged 32 
years 
 
[A]t first my sisters use to sponsor me but now that I am working with the printing press, 
I have been footing all bills related to my treatment. –Male IDI participant, aged 53 years 
 
What helps me most is the work I do as a tailor.... –Male IDI participant, aged 56 years 
 
I was depending on the little money I get from the local soap making business. –Female 
IDI participant, aged 37 years 
 
A number of patient participants in IDIs (five, including three men and two women), and one 
male FGD participant described using their savings or selling assets to stay on ART. Their 
statements included: 
 
 When I was actively working, I bought land together with my friend. I have asked him to 
sell my portion so that I would be able to raise money to support my treatment cost. –
Male FGD participant, aged 32 years 
 
I always make little savings towards that for instance if I get one cedi I save it somewhere 
so that when my appointment date is due I would be able to pay for the cost associated 
with the treatment. –Male IDI participant, aged 32 years 
Managing side effects 
 
Most participants who mentioned side effects as a challenge (68%), particularly females, had 
managed their own side effects by reporting to the clinic and/or changing their medication. Other 
strategies described by participants included counseling (four males) and various alternative 
treatments (six FGD participants, and one IDI participant, encompassing three males and four 
females). Here are several illustrative statements: 
 
During the counseling, we were informed of nightmares as a side effect so I never 
complained. –Male IDI participant, aged 48 years 
 
I had the support from this health facility. Whenever I come to the clinic some of the 
health officials talk to me privately and also encourage me. They explained everything 
about the disease, the drugs and the kind of food to eat me. This kind of support 
encourages me to come to clinic always but money has been a problem. –Male FGD 
participant, aged 61 years  
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They explain the side effects to us and encourage us to report any side effect for 
management. –Female FGD participant, aged 52 years  
 
Apart from that woman at KATH which we told you about, most of the staff I see are very 
good to me. They advise us on a lot of issues with regards to the medication and diet. 
Their doors are always opened to us. –Female FGD participant, aged 37 years 
 
I think the care providers should continue the education on the intake of the drugs for all 
clients to learn about the side effects of the drug. –Male FGD participant, aged 52 years  
 
Two KIs also noted the importance of counseling as a means to help manage side effects. 
 
The care providers have assured us that in case you see any reactions after taking the 
drugs we should report it to them. They would address it for you. –Key informant, 
counselor 
 
Yes, they have problems swallowing them but we have combined them and they take it 
once a day. Initially they were taking them twice a day, and when they have Efavirenz 
they were taking about 6 tablets in the evening. Some of the problems [with retention] are 
the side effects of the medication…. We make them aware that the side effects are for a 
period. They will stop in 2 weeks or latest a month. If it doesn’t stop we ask them to still 
come so that we change the medication for them. –Key information, clinic/organization 
staff  
 
Managing other individual level barriers 
 
Participants provided few coping strategies for barriers related to work demands, misperceptions 
of HIV and ART, and drug and alcohol use. One participant described how he coped with his 
travel for work, though it did not prevent a gap in treatment:  
 
I stopped taking the drugs in 2007 to 2008 and traveled to Algeria. But I had an 
arrangement with my wife who used to send the drugs to me over there. I had a break in 
medication because I had to travel to a remote village in Algeria and so could not get in 
touch with my wife again. But I was eating well and taking in food supplements. –Male 
FGD participant, aged 41 years 
 
Coping with community and societal level barriers to ART retention 
 
With respect to challenges to retention at the community and societal levels, patients and KI 
participants had very little to say about strategies for managing transportation issues and negative 
experiences at clinics. However, they shared a great deal about how they themselves and others 
they knew managed HIV-related stigma. Several also had opinions about coping with medication 
shortages and stock-outs.  
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Coping with stigma associated with HIV 
 
Most participants who discussed stigma as a potential barrier described several ways of coping 
with it. Most typically, they described ensuring that no one (or only those they could trust) knew 
about their HIV status. Two-thirds (65%), in similar proportions among male and female 
patients, described this strategy. Others highlighted the negative consequences of having told 
someone and learning that disclosing one’s status could make life much more difficult. Many 
described lying to people, including family, to avoid disclosing their status: 
I have never mentioned it to anybody, not even my children, since 2007. –Female IDI 
participant, aged 56 years 
 
I will be very worried if someone gets to know [about my HIV status]. When I realized 
that I have the disease, I asked my wife to go for the test at the lab. She became 
suspicious and inquired whether I have the disease, but I said ‘no.’ –Male FGD 
participant, aged 58 years 
 
One-fifth of patients (21%) who viewed stigma as a barrier to ART retention used and/or 
recommended a strategy of ignoring others who treat PLHA inappropriately, concentrating on 
the goal of staying healthy and on ART, and not focusing excessively on their status. Some noted 
that staying on ART and being healthy could help avoid disclosure to others:  
 
I cannot tell anybody I have HIV and in order to avoid people knowing my status, I have 
to take the medications regularly. –Female IDI participant, aged 34 years 
 
My family members are not aware of my status so there is no problem yet. Recently I had 
a motor accident, which made me grow lean, but I recovered fast so there was no 
suspicion by family members. –Male FGD participant, aged 52 years 
 
Many participants stressed avoiding ‘self-stigma,’ especially females. Over one-fourth (28%) of 
women who viewed stigma as a barrier to retention said this approach helped them cope with 
HIV-related stigma, compared to only three men. These patients expressed a positive view 
marked by self-reliance and confidence in their ability to take their ART medications for the long 
term. The following statements are illustrative:  
 
It is not easy to cope unless the individual takes an interest in herself. We should first of 
all do away with self-stigma and move on with our lives. –Female FGD participant, aged 
52 years 
 
We as individuals must not stigmatize ourselves. If we think too much about HIV we 
cannot be healthy. Let’s throw the hardship away and move on with life. –Female FGD 
participant, aged 30 years 
 
[W]ith the number of years and what I have gone through, I don’t really care if some get 
to know of my status. –Female IDI participant, aged 41 years 
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I don’t care about that [what others think], my life first. –Male IDI participant, aged 37 
years 
 
Five patient participants (four males and one female) and six of ten KIs believed that effective 
counseling by service providers can help ART patients overcome stigma.  
 
[T]he nurses were able to encourage me, counseled me and even made me forget about 
the sickness, so they are very good. –Female IDI participant, aged 34 years 
 
During the group sessions, we discuss issues concerning HIV such as education, 
disclosure, re-infection, ART adherence, and coping with the infection. –Key informant, 
clinic/organization staff  
 
We discuss issues on stigma/discrimination [and on] how to keep our status [secret] so 
that people do not see it and reject or ridicule us. –Key informant, counselor (who is also 
HIV-positive) 
 
I always approach clients to come into the group to obtain benefits such as self-esteem, 
build confidence, reduce stigmatization, sharing ideas concerning HIV, etc. –Key  
informant, clinic/organization staff  
 
During counseling we try to convince them by telling the need to inform someone about 
it, in that when they are not able to come for treatment that person will come for them. In 
this case we don’t choose the person but they choose persons they can trust. –Key 
informant, counselor  
 
Finally, two female FGD participants spoke of how engaging in church activities had helped 
them cope with stigma and feel more positive about life. One male IDI participant also noted that 
HIV-related stigma had lessoned in recent years. He believed this was from public education 
efforts implemented by the government and NGOs. 
 
Dealing with medication shortages and stock-outs 
 
Although drug shortages and stock-outs emerged as a major barrier to retention in care, relatively 
few participants voiced successful ways to deal with this challenge. Only six patient participants 
(four male IDIs and two females in FGDs) shared their strategies or those they had learned from 
others on ART. Most typically, they asked clinic staff to notify them as soon as possible when 
the medications were back in stock (three male patients). One participant explained that he had a 
friend who was able to supply his ART drugs when there was drug stock out. One female 
participant in a FGD noted that some patients dealt with shortages by buying medications in 
advance. As she explained:  
 
 Those abroad also patronize these drugs. They said there are some differences between 
their medication and ours. Some people buy it and send it to their relatives abroad. – 
Female FGD participant, aged 42 years  
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One KI participant described the active efforts of a colleague, who went to considerable lengths 
to obtain needed medications for patients during times of shortages: 
 
There is one peer support leader here who will do everything to get drugs for the clients 
whenever there is a stock-out. She will move from hospital to hospital and district to 
district in search of medication for her peers. –Key informant, counselor 
 
Returning to treatment: why patients resume ART after defaulting 
 
We asked participants with recent treatment gaps (N=58, see Table 2) about what might 
encourage those who had defaulted to resume ART. Of these, all the IDI participants, but only 
ten FGD participants responded, sometimes based on their own experience and sometimes more 
generally. Among the 42 participants who responded, three main reasons for resuming ART 
emerged: 1) feeling sick and wanting to be healthy again; 2) resolving the financial problems that 
had precipitated their default; and 3) encouragement from family and friends to start ART again. 
 
By far the most popular reason to resume treatment was ill health and a desire to regain health 
and strength. Overall, 90% of patients with previous treatment gaps gave this reason as the most 
likely reason for a patient to return to treatment. The following statements illustrate this view: 
 
I want to be strong and do not want my baby to be infected. –Female IDI participant, 
aged 31 years (explaining why she returned to treatment after defaulting) 
 
Now I have realized that I have made a big mistake in stopping treatment. While I was on 
treatment people said I was fine, but now am not looking well at all. –Male IDI 
participant, aged 52 years 
 
The aftermath of stopping brings them back. –Female FGD participant, aged 42 years 
 
You will notice you are not as strong as you used to be. Personally, when I stopped, I 
wasn’t as strong as I use to be while on medication. –Female FGD participant, aged 35 
years 
 
Yes because when I was on treatment I was a strong person, but when I stopped for 
sometimes I felt very weak that is why I have come today. –Male FGD participant, aged 
43 years  
 
A number of patient participants (four total, three females and one male), along with one KI, said 
that patients might return to treatment because of strong encouragement from family or friends. 
One male ID participant spoke of the influence of his sister, as follows:  
 
When I came down from Accra, I stopped taking my medication. My sister whom I stayed 
with saw that there were some changes in my physical appearance with regards to my 
hair, complexion, and others. She later told me a Pastor informed her someone has caste 
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a spell of diseases on me. I told her I was a carrier and showed her my files. So she 
advised that I go back for my medication. –Male IDI participant, aged 39 years 
 
Finally, two male FGD participants mentioned that ART counselors can play a role in 
encouraging patients to return to treatment once defaulting, a view repeated by several KIs. 
Additionally, one male FGD patient indicated that he was able to continue his treatment due to 
financial help and encouragement from family members. As he explained: 
My mother and sister support me to come back on treatment either financially or 
prompting me to come to the clinic when my appointment date is due. –Male FGD 
participant, aged 48 years  
Suggestions for improving retention in care 
 
Virtually every patient participant had one or more suggestions for ways to improve treatment 
retention. Most had more than one recommendation. The most frequently noted suggestions 
were: providing financial support to patients to overcome the financial barriers to staying on 
treatment; providing better counseling and more encouragement to patients to address poor 
knowledge of HIV and the role of ART; reducing medication shortages and stock-outs, and 
assisting patients cope with shortages when they do occur through various means; actively 
implementing measures aimed at reducing stigma directed at HIV-positive individuals; and 
improving patients’ experiences at clinics when they came for medication refills. 
 
Providing financial support to patients on ART 
 
The most commonly expressed suggestion was to assist PLHIV financially. Over three-fourths 
(80%) of patient participants, particularly females (84%), made this proposal, along with seven 
of ten KIs. Participants stressed that financial support can come in a variety of ways. One 
recommended approach was direct financial assistance to help pay for drugs, transport, and other 
costs of ART, with financial assistance taking the form of stipends or loans. Participants 
indicated that such financial support come from the government, NGOs, or even clinics: 
 
The government should loan us some money to work with so that, at the end of every 
month, we can have some amount to pay for the loan. We are not asking for a free loan, 
but it can be with little interest or no interest. He should give us the amount each person 
needs for his/her business. This is because, some people run bigger businesses than 
others. –Female FGD participant, aged 40 years  
 
We want government and NGOs to come into our aid to support us financially and to 
provide food for them. –Key informant, counselor (also HIV-positive and on ART)   
 
Some of the clients normally want to buy immune boosters and other pain killers but 
don’t have money to do so. I recommend that NGOs who want to support can provide 
these drugs, so that they will not have to buy such drugs on their own. This can help them 
to look strong and healthy always. –Key informant, counselor 
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Other participants suggested making ARV drugs completely free to patients, either through 
government subsidies to clinics or by helping register patients in Ghana’s NHIS, which would 
then cover the cost of ART medications. Some patients (and key informants) conveyed a lack of 
understanding that the NHIS covered these medications.  
 
I want the government to supply the drugs free of charge because I am able to get 
transportation fare, but find it difficult getting money for the drugs. –Male FGD 
participant, aged 46 years 
 
I think that if the medicine can be given free, it will be very helpful. –Female IDI 
participant, aged 50 years 
 
We used to buy the drugs out of pocket but now we have been enrolled on the National 
Health Insurance Scheme (NHIS), which I think will help us stay on treatment. –Male IDI 
participant, aged 34 years 
 
The other issue is taking the drug on credit. Some clients are given the drugs when they 
declare they do not have money. Such debts are piled up in their folders and whenever 
they come they are reminded. At times the way clients are contacted to pay their debt 
[which] … prevents them from coming when they don’t have money to pay for the debt. If 
it is incorporated in the insurance, it will solve those problems. –Male FGD participant, 
aged 39 years 
 
I think the introduction of health insurance to cover cost of HIV treatment, for instance, 
will help improve ART retention. –Key informant, counselor 
 
The introduction of health insurance has helped clients. So we always encourage those 
who are not enrolled to enroll so that they can receive free treatment and can even use 
the GHc 5 which they would have used to pay for drugs to pay for their transportation 
cost. –Key informant, counselor  
 
One male FGD patient participant, aged 52 years, conveyed his wish that the NHIS or some 
other program would cover not just medication fees, but also provide food support: “I wish the 
National Health Insurance Scheme should cover the HAART fees at all levels so that we can all 
access treatment. Those who started treatment enjoyed support like rice, oil, etc. I wish 
nutritional support should come again.” 
 
Participants also recommended indirect assistance, such as job training or help obtaining work. 
They believed that being able to maintain steady employment would provide patients with 
enough income to pay for ART costs while also supporting themselves and their families.  
 
 What will help me is to get a job and money to solve most things…. –Male IDI 
participant, aged 40 years 
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If I could get some money to trade, I can save some for myself and for the drugs when I 
visit the clinic. I need some small money to start a business. My house is at the road side 
so I can do business. Someone is selling rice and beans at the road side, if I get money I 
will buy avocado pear and sell it at the rice and beans area. –Female IDI participant, 
aged 50 years 
 
While there were no specific suggestions on how to reduce the financial burden of transportation 
to clinics for medication refills, one IDI participant recommended programs to provide food to 
patients. He gave a specific example that he believed would be effective in improving retention: 
 
Let me give this example, when I was at Cast Coast, the hospital was motivating patient 
with food whenever they visit.  Patients [were] given uncooked cereals and provisions to 
take home. A catholic mission hospital I know also does same. I believe things like this 
will keep them on treatment. –Male IDI participant, aged 48 years 
 
Improving knowledge of HIV and the role of ART   
 
The second most frequently made suggestion to improve ART retention addressed poor 
knowledge of HIV and ART. Close to one-half (43%) of patients and most KI participants (six of 
ten) suggested addressing this problem through improved counseling services:  
  
It is only counseling that will help them stay on treatment. We need to talk to each other. 
–Female IDI participant, aged 31 years 
 
Advising them will help. If they also compare their health with the time they were on 
treatment, they will come. –Male IDI participant, aged 41 years 
 
Those of us who have been on treatment for a long time have gone through a lot of 
counseling, but those coming in recently have not gotten enough counseling so I 
recommend that the health workers should intensify the education and counseling. –
Female FGD participant, aged 36 years  
 
They have to be counseled against the use of herbal medicine. –Male IDI participant, 
aged 61 years 
 
We should emphasize more on HIV education so that people would understand that it is a 
disease in the blood. No mallam (sooth sayers), pastor, and herbalist can cure it. Only 
[a] hospital can treat [HIV infection]. Combining the herbs and the ARVs is not good 
and mostly when they do that, they suffer swelling in their feet and others. –Male IDI 
participant, aged 32 years 
 
Before anybody should be initiated into medication that person must go through proper 
counseling, not ordinary counseling. If the person is well-counseled he will not back out 
along the line. We need proper counseling, not ordinary counseling. –Key informant, 
organization staff 
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One key informant also suggested trying to reduce the influence of those who advertise their 
non-ART alternatives to HIV-positive individuals: 
 
I also think we should tell the pastors and herbalist to stop peddling lies about the cure 
they claim to have. –Key informant, counselor  
 
Reducing medication shortages and/or helping patients cope with shortages 
 
The third most frequently made recommendation addressed drug shortages and stock-outs. 
Nearly one-fifth (19%) of patient participants, particularly males (31%, compared to only three 
females (8%), along with four KIs, stated that reducing drug shortages and stock outs would 
improve ART retention. One of the main problems with clinic drug shortages was that patients 
frequently must travel long distances and at considerable expense, only to find that they were 
unable to obtain the necessary medication. Thus, several participants suggested that increasing 
the amount of medication given to patients at the time of the clinical visit would reduce the 
number of visits a patient would have to make to a clinic to obtain more medication, ultimately 
reducing the burden of drug shortages. Others suggested using mobile technology, such as a 
voice call or SMS, to communicate drug shortages from the clinic to the patient, and advise the 
patient on where to go for drugs instead. Still other IDI participants stated that they would like to 
see more medicine be obtained by the GOG at a national level and distributed more frequently to 
the regional clinics. The following are illustrative statements:  
 
I want the government to bring in more drugs so that whenever we come to the clinic we 
would not be told that there are no drugs. –Male FGD participant, aged 46 years 
 
What I will add is that the authorities should ensure that the drugs are always available 
for us because it is very helpful. –Female IDI participant, aged 33 years 
 
We get our medication supply from regional medical stores. I think if we could take direct 
supply from the central medical stores, Accra and if we had vehicle that could take more 
medicines, it would help prevent the shortages and so improve retention. –Key informant, 
counselor 
 
We should be able to take delivery of 3 months drugs. They know our population and the 
number on ART so based on that they should give us enough for 3 months at a time. If we 
get that we will solve the stock out problem. –Key informant, clinic/organization staff 
 
Tackling HIV-related stigma 
 
Three patient participants and six of ten KIs made specific suggestions for ways to deal with 
HIV-related stigma. The main recommendation was to improve (or take advantage of) 
counseling, including peer counseling, to support patients in disclosing their HIV status to 
trusted individuals who could then provide support and in learning to ignore those who 
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stigmatized them. The ‘Models of Hope’ PLHIV case managers were mentioned as an effective 
way to provide support.  
 
I think the initial education and commentary by health officials about the disease put fear 
in people leading to stigmatization. If we want to stop stigmatization and remove the fear 
from people, the same health officials must go and tell the people that HIV is not a deadly 
disease. The right information must be passed on to the public to educate them that the 
disease is treatable and they should get close to people living with HIV. –Male FGD 
participant, aged 43 years  
 
We counsel them on [the ART medications’] benefits so they know when they stop their 
viral load will go up. They want to live long and enjoy life so they take their medication. 
Some have even come to make requests that they want partners. We have even 3 of them 
who are married now. –Key informant, counselor  
 
I think ‘Model of Hope’ is helping a lot. We show ourselves to them, telling them we are 
all HIV clients so they shouldn’t think about it and continue taking their drugs. Luckily 
enough now we have model of hope at every facility. – Key informant, counselor 
 
One female FGD participant suggested giving patients a card to facilitate obtaining treatment at 
clinics where they would not be recognized:  
 
I wish there was a card which you can take anywhere for your medication. So that, when 
you travel out of Kumasi, as soon as you show your card, you can be attended to without 
facing any problem. In this way, patients who would not like other people in his/her 
locality to notice her can travel as far as her money can take him/her for the medication. 
–Female FGD participant, aged 37 years 
 
In addition to these suggestions, participants’ responses to questions about where they preferred 
to receive HIV services may be viewed as relevant to their suggestions regarding ways to reduce 
stigma. As discussed above, the majority of patients stated that they liked going to the STI/ART 
clinic at Suntreso Hospital because they felt it was potentially less likely to attract attention than 
if they received services at a general hospital. As one 28 year-old female IDI participant 
explained: “I would prefer receiving treatment at an ART clinic where only HIV cases are seen. 
[B]ecause at the general health center a friend might see you and I would be stigmatized.” 
 
Improving experiences at ART clinics 
 
A total of nine patient participants (12%) and four KIs also made recommendations regarding 
improving the experiences of patients at clinics. Among patient participants, suggestions focused 
on the attitudes of care providers, highlighting the need for more patience. KIs focused on such 
issues as space and queues at clinics. In their words:  
 
For the health care providers all that we expect from them is to be patient with us 
whenever they are providing service. –Female IDI participant, aged 41 years 
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To help me and other HIV patients, the government should support us financially and the 
hospital staff should be more patient and respectful when dealing with us. –Male IDI 
participant, aged 48 years 
 
Nurses should counsel the clients in a friendly manner and not be rude to them. –Female 
FGD participant, aged 37 years  
 
I will be happy if those who come to sell at the clinic will be stopped. They are gossipers. 
–Female FGD participant, aged 36 years  
 
Our facility is not [big] enough for our clients. When it rains most of our clients are 
beaten by the rain. They are now trying to expand the place but it is still not in use so that 
is our challenge. –Key informant, counselor 
 
I think the room for adherence counseling should be opened up to accommodate more 
clients for counseling sessions, because it is too small sometimes. If they break into tears 
we need a place to console them and make them feel comfortable. –Key informant, 
counselor  
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V. Discussion 
 
Here we highlight our key findings, with reference to other recent research on retention on ART 
in Ghana. First, we found that many patients start and stop treatment frequently. While we 
specifically recruited some patients who had previously defaulted, one-half of those with 
treatment gaps had experienced more than one gap. Patients also spoke somewhat casually about 
these gaps, suggesting a lack of understanding of the role of ART. In addition, some patients 
tended to have gaps of a short length, but others remained off treatment for long periods, up to 
three years, as reported by one patient participant. 
 
Second, we found multiple barriers and challenges to long-term retention in treatment. Among 
them, four were especially prominent. First, financial barriers to continuing on ART were 
discussed by the vast majority of patient participants (80%) and key informants, and personally 
experienced by most patients. Such barriers were also the major reason given for patients’ own 
previous gaps in treatment. Financial burdens were noted with respect to paying for medications, 
the costs of transportation to the clinic, and buying food necessary for treatment. A continuous 
theme in patients’ narratives was the way that HIV-related ill health hinders patients’ ability to 
work and earn money to pay treatment-related costs, leading to a self-perpetuating and vicious 
cycle of poverty, ill health, and inability to access treatment. This finding correlates closely with 
previous research conducted by the GAC in Ghana’s Eastern Region,19 and thus adds to the 
evidence indicating that the financial burdens ART patients experience in Ghana is a major 
challenge that must be resolved to improve patient retention in care. 
 
HIV-related stigma also emerged as an enormous barrier to long-term retention in ART. Two-
thirds of patient participants discussed the role of stigma as a challenge directly, or made 
reference to it as they described their efforts to keep their HIV status a secret. Stigma emerged as 
an enduring source of stress in family relationships, sometimes leading to eviction from the 
home, divorce, and losing one’s children. Patients spoke movingly of their sense of isolation and 
desperation as a result of lack of support from family members. While stigma affects many 
aspects of the quality of life, they also affect the ability to go to ART clinics for refills, to take 
medications without fear or shame, and to talk about the challenges of taking medications 
according to schedule. Perceived (or feared) stigma while at work also affected their ability to 
take their medications and to go to a clinic for refills. Such stigma and its role in discouraging 
retention on ART was also found in the GAC study, providing further evidence of the persistent 
and negative effects of HIV-related stigma on patients’ ability to access needed treatment. 
 
Our findings also suggest that poor knowledge of HIV, and the specific role of ART in 
suppressing the HIV virus, is another major barrier to retention on ART. This emerged from the 
numerous descriptions of patients who were in denial of their HIV status, who turned to 
alternative/herbal remedies, and who believed that they were ‘cured’ once they felt healthy 
again. We also found that many patients were influenced by advertisements, family and friends, 
and community leaders such as pastors when they chose alternative approaches to treatment 
other than ART. While poor understanding of the role of ART was not a prominent finding in the 
GAC study, our research does support the finding in the previous study that significant 
individuals in patients’ lives can be a negative influence in terms of support on ART. This can be 
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particularly detrimental in cases where the patient is young and dependent on the views of older 
relatives, as was reported by a patient with regard to an adolescent who died when her 
grandmother opted to take her to a prayer camp rather than to a clinic for ART. 
 
In addition, we found that medication shortages and stock-outs were an important barrier for 
patients. Both patients and KIs spoke of the frustrations of patients who, having made a long 
journey to a clinic at considerable expense, were met with news of ‘no medications’. The way 
that financial constraints, transportation costs and logistical hurdles, and medication shortages 
combined to discourage patients from staying on treatment was a major theme for patients and 
KIs alike. As one 43 year-old male FGD participant expressed it: “It is very discouraging when 
the patient does not have money and also has to travel a long distance to the clinic and ... there 
are no drugs.” This was not a major finding in the GAC study, which suggests differences across 
regions in Ghana or a gradual rise in drug supply challenges as Ghana enrolls increasing 
numbers of individuals on ART. However, it indicates that addressing ART medication supply 
issues to avoid shortages can play an important role in improving ART retention. 
 
Third, we found that challenges faced by male and female ART patients can vary. We found that 
gender roles in Ghana that expect men to work and earn money for the family, while expecting 
women to raise children, place particular financial strains on women in the event they are 
widowed or divorced, or do not have someone on whom they can depend for financial support. 
They also put enormous pressure on men to find a way to continue to work (despite work-related 
challenges of treatment) to support their families. The particular destitution of female patients, 
typically those who lacked a husband’s financial support, was a major theme in patients’ and 
KIs’ descriptions of challenges to retention in care. Indeed, the desire of women to avoid being 
abandoned by their husbands, and thus being thrust into poverty, was a major factor in their 
reluctance to divulge their HIV status to their husbands. The way that gender roles interacted 
with and influenced both financial constraints for women and feared or real stigma was another 
constant theme that wove through participants’ narratives. This finding suggests a need to 
address gender-specific challenges in creative ways to improve retention in care. 
 
Fourth, we found that most patients relied on a combination of informal and formal support from 
family, friends, and counselors to manage financial challenges, stigma, side effects, and other 
barriers. Usually the most helpful support was financial, but patients as well as key informants 
also described the role of counseling (both clinic based and peer support groups) in helping 
patients cope day-to-day with being in treatment. These experiences underscore the importance 
of identifying forms of financial and non-financial support that can help patients stay in ART.  
 
Fifth, this study found that patients and others knowledgeable about HIV care believe that a 
number of measures have the potential to substantially improve retention in care. These are: 
providing financial support to ART patients; increasing knowledge of HIV and the role of ART 
in improving survival for PLHIV; eliminating drug shortages; and reducing HIV-related stigma. 
Any combination of policy actions that encompass such efforts would be welcomed and 
supported by patients and those engaged in HIV care and treatment. These findings are not only 
useful in thinking about ways to improve ART retention directly, but also bear on the usefulness 
of engaging ART patients in the specific programs and policies from which they might benefit. 
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VI. Recommendations 
 
Ghana has made great strides in expanding access to ART among HIV-positive individuals. At 
the same time, access to ART has not ensured continued treatment for those who need it. As this 
study has found, numerous barriers to long-term retention in treatment affect the ability of those 
in need to remain on ART. Here we build on the study’s findings to make a number of 
recommendations that we hope will promote long-term retention in care.     .     
 
1. Ensure that HIV-positive individuals are registered in Ghana’s National Health 
Insurance Scheme (NHIS). Paying for medications continues to pose a serious barrier 
for those in need of ART medications. Currently, individuals registered with the NHIS 
can access ART medications free of charge. However, many PLHIV are not registered 
with the NHIS and thus face a major burden paying for medications. One reason they 
may not register is the cost of the premium, and thus the GAC or other government 
agencies may consider paying the premium for all PLHIV in Ghana. Such a program is 
currently being piloted in selected ART clinics. We recommend a careful examination of 
the pilot’s results and implementation issues to facilitate program expansion. 
 
2. Improve planning to ensure an adequate supply of ART medications in all clinics 
and hospitals that provide ART services. Shortages and stock-outs of necessary 
medications have been a major contributor of treatment gaps, which both reduces 
survival of PLHIV and encourages drug resistant strains of HIV. We recommend making 
improvements in long-term planning to ensure a reliable supply of medications where 
they are needed. This ideally would encompass increasing monitoring and supervision at 
ART clinics, regional medical stores, and pharmacies. Measures to improve the allocation 
of medications to clinics by allowing local medical stores to request supplies according to 
patterns of consumption should also be considered.  
 
3. Enhance the training of counselors to educate ART patients on the importance of 
staying on treatment once they start. Patients reported numerous treatment gaps, and 
many were due to a poor understanding of the critical role of ART in improving the long-
term survival for HIV-positive individuals. Patients also noted the key role of counseling 
in helping them stay in treatment, and recommended more ART counseling to reduce 
treatment defaults. We therefore recommend measures to improve the communication 
between counselors and patients on the role of ART. Such counseling might also include 
messages tailored specifically to men vs. women to help each group cope with the 
specific issues they face. In addition, expanding the number and types of counselors that 
ART patients can access—including more peer counselors and home-based counseling—
may help provide ART patients with important knowledge regarding the need to continue 
on treatment as well as support with coping with issues such as HIV-related stigma. 
Policy-makers and NGOs might consider compensating such counselors with 
transportation and/or monthly allowances to ensure their viability. 
 
   
 
60 
 
 
4. Continue to support Models of Hope.  Models of Hope are PLHIV case managers who 
are based at many of the ART facilities in Ghana. They are trained to provide ART 
adherence counseling and in 2013 began tracing and re-enrolling ART defaulters into 
care in a few pilot locations. Models of Hope called and visited the homes of PLHIV to 
determine why they had dropped out of care. The pilot resulted in the re-enrollment in 
care of 80% of eligible defaulters. The National AIDS Control Program (NACP) is 
rolling-out an updated training for Models of Hope and we recommend that this effort be 
supported by the government of Ghana and donors moving forward. 
 
5. Expand LifeLine and other innovative tools to promote long-term ART retention 
and adherence. The USAID/Ghana SHARPER project provides daily ART adherence 
reminders via SMS messages to about 10,000 PLHIV in Ghana. PLHIV opt into the 
service and receive unique and friendly prompts every morning to take their medicines 
and attend their clinic appointments on time. The messages do not include reference to 
HIV or ART to protect the confidentiality of clients. In addition, tools that have 
demonstrated effectiveness in other countries, such as ART reminder calendars and 
pillboxes, could also be considered.  
 
6. Strengthen efforts to reduce anti-stigma directed at PLHIV. Our findings suggest that 
actual and feared stigma directed toward PLHIV continues to pose a major barrier to 
access to essential health and HIV-related services, including ART. The GAC has done 
impressive work over the past decade to reduce stigma, including working closely with 
the media and through efforts such as the Heart to Heart Campaign. We recommend 
increasing these efforts. High-level government officials might also be engaged to use 
their public platforms to talk about HIV, ART, and the importance of supporting PLHIV.  
 
7. Find ways to engage the Network of People Living with HIV (NAP+) and other 
PLHIV leaders actively in policies and programs that can help support their 
continued treatment. Many NGOs (such as FHI 360) have been involved in improving 
the role of vulnerable populations (MSM, for example) in designing and implementing 
the services that they need. Continuing to engage ART patients in designing the types of 
supports they need will help to ensure the effectiveness of such measures. 
 
8. Maintain a welcoming attitude to returning patients. Some participants reported being 
reprimanded for defaulting on treatment, with the result that some opted to stay away 
from ART clinics and hospitals. It is therefore important for the government to regularly 
re-orient health workers, especially new ones, on the role of a good patient-provider 
relationship to ensure that patients are motivated to return to treatment after defaulting. 
 
9. Take actions to restrict the activities of those who advertise false HIV/AIDS cures. 
Stakeholders including the government, the media, and civil society should develop and 
enforce restrictions on individuals and entities that claim to have a cure for HIV and 
AIDS. These claims confuse many PLHIV, some of whom stop or refrain from starting 
ART, with disastrous health consequences for themselves and their families.  
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